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ABSTRACT
Everyone is Watching: Mastering the Challenge of Caring for Infants at the End of Life
While Being Constantly Observed
by
Deborah A. Lawrence

Advisor: Barbara DiCicco-Bloom
Nurses with specialized training care for the approximately 7% of newly born infants who are
admitted annually to neonatal intensive care units in the United States. Although they receive
care at advanced levels, some infants will not survive. Nurses maintain a constant presence at the
bedsides of these neonates to provide end of life care in units and institutions where the gold
standard is cure and rescue. The purpose of this grounded theory research study was to
understand how nurses managed the challenges and demands of caring for dying infants in the
context of Level III neonatal intensive care units. The goal was to generate a practical theory that
explained their basic social process or overriding pattern of behavior throughout this time. Data
was collected during in-depth interviews with seventeen nurses who cared for infants around the
time of their death until saturation of the emerging conceptual categories was achieved. An
understanding of the interactions they engaged in and the strategies they employed as they cared
for dying infants, parents, and other family members was established. The basic social process,
everyone is watching, describes these behaviors, which occurred within unique contextual
circumstances.
Keywords: neonatal, nurse(s), end of life care, palliative care, critical care, intensive care,
grounded theory
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In one of the stars I shall be living.
In one of them I shall be laughing.
And so it will be as if all the stars were laughing,
when you look at the sky
at night . . .
You—only you—will have stars that can laugh! . . .
And when your sorrow is comforted
(time soothes all sorrows)
you will be content
that you have known me
(de Saint Exupéry, 1943/1971, p. 104).
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Everyone is Watching: Mastering the Challenge of Caring for Infants at the End of Life
While Being Constantly Observed
Chapter One: Introduction to the Problem
Nurses are the health care clinicians who spend the most time at the bedsides of their
patients. Some opt to receive specialized training that enables them to care for premature,
critically ill, or medically fragile infants who are admitted to neonatal intensive care units
(NICU) (Osterman et al., 2011), where dedicated nurses strive to balance prescribed treatments
with the wishes of parents (Institute of Medicine [IOM], 2003). Not all these vulnerable infants
will survive. Preferably, parents and other family members will be present with their infants at
the time of their death. Studies show that interactions between parents and clinicians during end
of life care are important, as poor communication between them can leave parents with longlasting regrets and sorrowful memories (Brooten et al., 2013; De Lisle-Porter & Podruchny,
2009; Foster & Monterosso, 2012). Likewise, nurses are emotionally affected when they provide
care to dying infants, as are other members of the NICU team (Cortezzo et al., 2015; CriccoLizza, 2014; Epstein, 2008). Therefore, it is important to understand how nurses manage this
terminal event. Chapter One is organized into ten sections: (a) background, (b) grounded theory
tradition, (c) statement of the problem, (d) purpose and aim, (e) significance, (f) definition of
terms, (g) research question, (h) limitations and delimitations, (i) assumptions and biases, and
(j) summary.
Background
In 2008, almost 7% of U.S. births that were documented by states that collected data on
“abnormal conditions of the newborn” resulted in NICU admissions (Osterman et al., 2011, p. 9).
Due to the uncertainty of this population’s prognoses, and despite the availability of advanced
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levels of care, 21,498 infants died nationwide in 2018 (Ely & Driscoll, 2020), often in critical
care settings (Fontana et al., 2013). Some infants die soon after birth, while others may decline
over time. Regardless of the reason for admission or the length of time before death occurs, end
of life care is complex.
During end of life care in NICU, nurses anticipate infants’ needs and act upon them.
They use critical thinking skills and clinical expertise to assess and recognize infants’ biological
and behavioral signs and symptoms, and to initiate appropriate interventions (Fortney &
Steward, 2014; Mancini et al., 2014). Ideally, this care encompasses collaboration between
nurses, other clinicians, and parents to develop and actuate a plan of care for infants, as well as to
promote interactions between the health care team and parents and other family members (IOM,
2003). It is important to understand how nurses react in relation to their multidimensional role
because end of life care significantly impacts all who are involved. This study used classic
grounded theory tradition to create an explanatory model that provides insight into how nurses
manage the challenges and demands of caring for dying infants within the context of Level III
NICU, which is a unique patient care setting.
Grounded Theory Tradition
Grounded theory tradition was first described by Glaser and Strauss (1965), who studied
dying patients and the clinicians who cared for them in hospital settings. The tradition has two
philosophical foundations, which are pragmatism and symbolic interactionism. Pragmatism
proposes that an individual’s thoughts help to predict and guide their actions and reactions,
which enables one to problem-solve during social exchanges (Peirce, 1905). Symbolic
interactionism suggests that an individual creates meaning based on interactions with others,
which occur during situations that are associated with a particular time and place (Blumer, 2005;
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Olshansky, 2015). Interpretation of an action creates knowledge and understanding about one’s
environment (Munhall, 2012). These actions become predictable and are shaped by experience
(Munhall, 2012). A grounded theory is a descriptive model that is developed exclusively from
the collection of data about a phenomenon, rather than one that is influenced by pre-determined
assumptions or an a priori theory. It explains the basic social process (BSP) that encompasses the
patterns of behavior that are utilized to manage a challenge (Glaser & Strauss, 1967).
Although researchers have used various techniques to investigate this subject, the current
study used classic grounded theory tradition to further explore the topic of nursing care of
neonates at the end of life. For example, some qualitative studies looked at the lived experience
of neonatal nurses who provided end of life care or described their practice culture (CriccoLizza, 2014; Epstein, 2008). Quantitative studies surveyed their perceptions of care (Chen et al.,
2013; Cortezzo et al., 2015). Despite these works and others, there is a paucity of data to support
theories that explain how nurses manage the complex, multidimensional aspects of end of life
care within the highly acute setting of Level III NICU. Infants, parents, other family members,
clinicians, and the NICU itself form the unique setting in which nurses work. Data was collected
through in-depth interviews with nurses who cared for dying infants in this environment. A
substantive theory that predicts and explains the BSP that nurses employ as they care for their
compromised patients was developed.
Statement of the Problem
Nurses deal with many challenges and demands while providing end of life care for dying
infants in the context of Level III NICU settings, which have not been fully explored.
Purpose and Aim
The purpose of the study was to gain a better understanding of how nurses manage the
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challenges and demands of caring for dying infants in Level III NICU. The aim was to discover
the BSP, or the dominant pattern of behaviors that they employ while doing so. An empiric
theory was constructed that explains how nurses managed the care for these infants within the
distinctive setting of NICU. Interactions with parents, other family members, and other clinicians
contributed to components of the theory, based on the perceptions of the participants.
Significance
Reports by the IOM (1997, 2003, 2015) and the National Institute of Nursing Research
(NINR) (2011) challenged health care providers to improve the quality of care at the end of life.
Unlike adults or older children, infants lack a voice of their own and they are highly dependent
upon others to advocate on their behalf. Recent statistics revealed that over 21,000 infants die
annually in the United States (Ely & Driscoll, 2020), most often in critical care settings (Fontana
et al., 2013). In these units, nurses spend the most time caring for them, more so than other
clinicians. Thus, it is important to understand how they manage the challenges and demands that
arise during this time. A grounded theory can provide explanations and interpretations that may
help to improve care provided to this fragile population and their parents and the other family
members, as well as to support the nurses and the other team members that care for them.
Definitions of Terms
The definitions of the study’s concepts are as follows:
•

End of life care focuses on preparing for a patient’s death by managing the end stage of
a fatal medical condition by attending to the physical care of the patient, as well as to the
emotional needs of the patient and their family members (IOM, 1997, 2003, 2015).

•

Infants are newborns who are at least 23 weeks gestation at birth, which is the
current age of viability according to expert opinion (McLaughlin & Gardener, 2016).
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•

NICU sites were Level III units, which have the capability for long-term advanced life
support, respiratory support, imaging, and consultations by pediatric sub-specialists; they
have no age or weight limits for admission (American Academy of Pediatrics [AAP],
2012; New York State Department of Health [NYSDOH], 2016) (see Appendix A).

•

Nurses were licensed in New York State as Registered Professional Nurses, and by law
can perform assessments, diagnose, and treat distinctive patient responses to identified
health issues, implement medical orders, and contribute to the interdisciplinary team’s
plan of care (New York State Office of the Professions, 2021). Participants had at least
two years of experience in a Level III NICU at the time of care provision to ensure that
they could competently manage the many aspects of clinical care (Benner, 1982).

Research Question
The research question that was explored in this study was, “How do nurses manage the
challenges and demands of caring for dying infants in the context of Level III NICU?”
Limitations and Delimitations
There were several limitations of this study. For instance, interviews were conducted with
a convenience sample of nurses who worked in Level III NICU in one health care system.
Grounded theory tradition encourages theoretical sampling, whereby the researcher seeks
missing data that can be used to fully develop the theory (Glaser & Strauss, 1967). The sampling
process did not allow for theoretical sampling, which would have permitted the selection of
participants based on further understanding of the conceptual categories as they emerged.
Although theoretical saturation was reached, theoretical sampling may have permitted more indepth understanding of these categories. Additionally, patterns of behavior were described using
one type of setting. Thus, the grounded theory may not be useful to nurses who care for dying
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infants at other levels of neonatal care, or in different types of units, such as pediatric intensive
care units (PICU). However, the in-depth nature of qualitative data collection and analysis may
result in transferability to other settings where nurses care for dying infants and children. The
readers of this study will have to make that determination, as is the case for all qualitative
research.
The delimitations imposed on this study were structured by the desire to understand how
nurses manage the challenges they encounter as they provide care at the time of infant death in
Level III NICU. Nurses were recruited from a large health system in the northeastern United
States that had four Level III units in urban and suburban settings. Participants had at least two
years of experience in NICU settings and cared for a dying infant who was at least 23 weeks
gestational age at time of birth.
Assumptions and Biases
This study was based on several assumptions. First, it was thought that the participants
could adequately verbalize their thoughts and feelings in response to the proposed questions, and
that they would share their experiences to the best of their ability. Next, it was assumed that the
analysis would achieve a sufficient understanding of nurses’ experiences. Lastly, it was believed
that the interpretation would be a precise, truthful, and comprehensive reflection of the
participants’ actions.
This PI’s in-depth knowledge about neonatal end of life care evolved over 20 years,
while working in Level IV NICU as a staff nurse, assistant nurse manager, and manager. During
this time, I cared for dying infants and I witnessed and assisted other nurses doing so. I noted that
it was emotionally challenging for nurses to provide this care during the various types of
situations that were encountered, while also experiencing it myself. The intensity of caring for
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dying infants and their families deeply affects nurses at the time of care and beyond. My belief
that an individual’s actions and ability to problem solve are modified, due to experiential
learning, aligns with the philosophies underlying grounded theory tradition. While my
knowledge had the potential to introduce bias, which was recognized and monitored, it
advantageously enabled me to identify findings that the participants shared about their reality of
end of life care provision. My interactions with participants were professional, sensitive, and
respectful. I hope that my theory, which explains the patterns of behavior of nurses as they
provide care for dying infants in Level III NICU, will be useful to other professionals.
Summary
This qualitative dissertation is presented in six chapters. Chapter One presented the
introduction to the problem and included the background, review of grounded theory tradition,
statement of the problem, purpose and aim of the study, its significance, definitions of terms,
research question, limitations, delimitations, assumptions, and biases. Chapter Two is a review of
the literature. It includes a discussion of death and dying in the United States, a review of end of
life nursing care, and the historical development of grounded theory tradition. Chapter Three
discusses the methodology of the study. It includes a discussion of qualitative research and
grounded theory, ethical protection of participants and data, selection of participants, data
collection, data analysis, and rigor. Chapter Four presents the analysis of the data. There were
five conceptual categories identified that described the BSP that neonatal nurses engaged in
while providing end of life care, which is everyone is watching. It includes a discussion about
symbolic interactionism and the NICU, as well as an analysis of the conceptual categories.
Chapter Five is a discussion of the data in relation to current literature. Lastly, Chapter Six
discusses how the findings relate to nursing care and future research opportunities.
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Chapter Two: Review of the Literature
The current study used classic grounded theory tradition to develop a substantive theory
that explained the nursing management of end of life care in the context of Level III NICU.
Although a research study usually begins with a literature review to enable the investigator to
learn what is already known about the topic of interest, there are conflicting opinions as to
whether one should be conducted at the beginning of a grounded theory study, as the knowledge
gleaned from the literature may influence or inhibit the generation of new ideas (McCallin,
2003). However, it also may serve to facilitate the development of a robust research question that
can produce new knowledge. Therefore, a review of the literature was conducted to better inform
the ways in which the research question would be explored. A brief discussion of end of life care
across the life span will be presented, including the perspectives of patients, family members,
and nurses who cared for them. It is preceded by a short discussion about death and dying. Lastly
a historical look at grounded theory will be presented. Chapter Two is organized into four
sections: (a) death and dying in the United States, (b) end of life care, (c) historical development
of grounded theory tradition, and (d) summary.
Death and Dying in the United States
Americans can expect to live about 78 years on average (Xu et al., 2020). However, there
were over 2.8 million deaths in 2018, and cardiovascular disease, malignancies, and accidents
were the three leading causes (Xu, et al., 2020). While it was documented that most Americans
would choose to die at home, about 60% expired in hospital settings (Stanford School of
Medicine, 2020). Furthermore, only a small portion of dying patients were referred to palliative
care services, mostly in the last month of their life. Instead, many patients die in critical care
units, where they are cared for by registered nurses (Arbour & Wiegand, 2014). These units
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routinely provide care that involves aggressive attempts to rescue and to stabilize critically ill
patients whose clinical outcomes are uncertain (Chapple, 2010; NINR, 2011). Stabilization can
create a false sense of the patient’s temporary wellbeing, which can interfere with essential
conversations between clinicians, patients, and family members about poor outcomes for those
who are terminally ill (IOM, 2015).
Although health care providers have conversations about death and dying with their
patients, it is not a simple matter. Challenging issues related to the end of life have arisen, such
as organ transplantation and extreme life-sustaining measures, which may increase the
discomfort many experience in discussing death and dying (Samuel, 2013). Byock (1997), a
palliative care physician stated that doctors view dying as problematic, as they are focused on
healing. When cures are not attainable, providers may distance themselves from patients
(Samuel, 2013). A study by Schwarz and Benson (2018) demonstrated this. They conducted
interviews with family members who were with their loved ones during their final days to
document what occurred from the family’s perspective. For example, a participant recalled the
difficulty she had in getting the hospital staff to address her father’s lack of comfort. She
recounted that when she asked the physician to prescribe pain medication, she was told that
“dying is hard work” and that his job was to protect life (p. 388). Clearly, exchanges like this
should never occur; pain control at the end of life should be part of the intensive discussions
between clinical teams, patients, and family members. The meetings should include options for
end of life care that respectfully address the medical, social, emotional, and spiritual needs of
those who are near death to alleviate their suffering, and support the family members and
caregivers (IOM, 1997, 2003, 2015).
With the increasing specialization of medicine, patients and family members noted that
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communication between clinicians seemed to be lacking, which resulted in feelings of frustration
and mistrust (Schwarz & Benson, 2018). Furthermore, restrictive economic and health care
policies played a role in who had access to care, which ultimately may influence patient
outcomes (Byock, 1997). The introduction of new technologies and treatments resulted in some
patients experiencing protracted periods of dying (Green, 2012; Samuel, 2013), as aggressive
plans of care were not always weighed against the degree of consequential suffering (Schwarz &
Benson, 2018). Patients who receive these therapies frequently die in unfamiliar places while
heavily medicated and separated from families and friends (Samuel, 2013). These circumstances
often result in deaths that are unpleasant, painful, and full of anxiety, for both patients and family
members (Green, 2012).
By the 1970’s, it was clear that a different mentality about death was crucial, and several
events helped to create awareness. For example, Kübler-Ross (1973) introduced her theory about
the stages of grief that dying people and those around them experienced. She warned health care
providers to carefully assess their thoughts and actions when caring for dying patients, as they
could positively or negatively affect their clients’ progress. She also suggested that an
interdisciplinary team approach was necessary to provide holistic care. The IOM (1997)
published a report about end of life care that examined what was known about the topic and what
areas still needed to be explored. The report also offered guidelines that clinicians could use
when caring for dying patients and their family members. For example, health care providers
should offer patients options that dutifully address their holistic needs and support their family
members. Pediatric death was specifically addressed in the report, When Children Die:
Improving Palliative and End-of-Life Care for Children and Their Families (IOM, 2003), which
noted that end of life care should ensure minimal patient suffering and maximal parental support.
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The IOM reports identified communication between families and health care teams, clinical
knowledge deficits, and uncertainty about children’s prognoses as issues that professionals need
to address to ensure high-quality care for patients who are dying.
Several notable legal cases have placed death and dying prominently in the news in
recent decades. For example, Baby Doe was born in 1982 with Down’s Syndrome and a
tracheoesophageal fistula that could be surgically repaired. The parents rejected the option to
pursue surgical correction and the infant died days later. Although the court system sanctioned
the parents’ option to decline care for their baby, the government notified hospitals that they
could lose federal funding if they refused to treat handicapped newborns (White, 2011). National
regulations to protect disabled children followed soon thereafter in response to “heightened
public concern” (p. 309), yet these rules alarmed clinical providers because they could negatively
affect the best interests of patients who cannot advocate for themselves regarding quality of life.
These fears were exemplified by the cases of two young women whose stories appeared in the
news. The first incident was that of Karen Ann Quinlan who experienced a medical event that
resulted in an irreversible coma. Her parents’ legal fight to remove her from life support became
an exemplar for the right to die movement (Anne, 2002). The other situation involved Terri
Schiavo, who also suffered an event that led to a persistent vegetative state. Her family members
passionately grappled with opposing options for care during multiple court hearings (Goodman,
2009). These unfortunate incidents helped raise Americans’ awareness of the extremely
complicated issues that often surround death and dying.
End of Life Care
The topic of end of life care is one that can be fraught with tension and anxiety. Patients,
family members, and health care providers defined the elements of a good death, which included
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alleviation of uncomfortable symptoms, fulfillment of patients’ final requests, education of
patients and family members about the process of dying, and supporting family presence (Byock,
1997; Schwarz & Benson, 2018). The intensive care unit (ICU) is not an ideal place for patients
to experience a peaceful death (Byock, 1997), though many Americans die while receiving
aggressive care in an ICU or other critical care unit. Regardless of where death is likely to occur,
clinicians are obligated to initiate discussions with patients, including children who are old
enough to participate, and their family members, and incorporate information gleaned from these
conversations into individualized plans of care.
Patients’ and Family Members’ Perspectives
Researchers studied the range and intensity of issues that can surround patients’ and
family members’ experiences to better understand the phenomenon of a good death. For
example, Virdun et al. (2015) conducted a systematic review to identify what patients and family
members wanted at the end of life. They identified eight studies that met inclusion criteria, and in
each, participants reported that they wanted communication with clinical providers that fostered
trust, and to be given skilled, respectful care.
Patients’ Perspectives. Researchers explored patients’ perceived needs regarding end of
life care. Periyakoil et al. (2016) conducted a mixed methods study to understand what older
adults perceived were obstacles to exceptional care. The 387 participants, who were at least 50
years of age, were recruited from ethnically diverse community centers in several cities. There
were six major barriers identified, one of which was communication issues. As examples,
conversations between patients and providers were not on the participants’ comprehension level,
and they did not understand what options for care were available. Another barrier was providers’
lack of understanding of patients’ cultural backgrounds. Both Periyakoil et al. and Byock (1997)
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identified financial support as being problematic too. However, Virdun et al. (2015) discovered
that finances were not a concern for patients, but family members did worry about this aspect.
Another source of conflict is that patients’ expectations for end of life care do not always align
with family members’ wishes regarding what is important and attainable (Arbour & Wiegand,
2014). For example, some of the participants in the study conducted by Periyakoil et al. felt that
their family members did not believe how sick they were, and therefore they disengaged from
their ill relatives.
Researchers also looked at the needs of young patients who were dying. For example,
Mack et al. (2015) conducted a cross sectional study of teens and young adults from one large
health care system to discover their use of life-prolonging measures while undergoing cancer
treatment. They documented that 68% of the 663 patients, who ranged between 15-39 years of
age, had at least one incident of intensive care. The researchers reasoned that the care the teens
received may have been influenced by their parents’ option to pursue aggressive treatment. This
argument is supported by Fortney and Steward (2017) and the IOM (2003), all of whom
discussed the undetermined trajectories of dying children in relation to continued care. Mack et
al. further argued that the older patients might have pursued extreme care out of concern for their
spouses, children, or other family members. The researchers also proposed that since providers
were unable to determine which patients would survive, they often prescribed aggressive
treatments, though this and the prior two inferences were not verified by the authors. However,
the last conclusion is supported by the findings of Periyakoil et al. (2016), who discovered that
their sample of older adults perceived that providers prescribe care without considering how
much suffering the patient may experience.
Family Members’ Perspectives. The perceptions of family members regarding end of
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life care were also important to understand. Researchers enrolled relatives of deceased patients to
learn about their experiences and needs during the time surrounding their loved one’s death.
Odgers et al. (2018) enrolled 12 family members whose relatives died on acute wards in one
regional hospital. The researchers identified five themes, three of which were related to
inadequacies in discussions about the care plan, education on the dying process, and information
that death was imminent. The lack of knowledge left family members feeling that their relative
had died unexpectedly. Moreover, family members reported that they needed support afterward,
as they felt abandoned by the providers due to lack of contact with them in the days and weeks
following the death.
Several researchers studied the families of younger patients who died. Butler et al.
(2019) enrolled 26 parents whose children died in PICU settings. The 18 children were either
infants, toddlers, or teens who died on one of four units. The authors identified three themes, one
of which described the parents’ confidence in the medical team to keep them informed and guide
them regarding the best treatment for their children. Another theme was related to feeling
supported, or the lack thereof. Like the families in the study conducted by Odgers et al. (2018),
these parents reported that they felt forgotten by providers after their children died. Moreover,
they described that immediately following their child’s death, they did not know whether they
should pack up and leave the unit or wait for a provider to talk with them.
Researchers conducted qualitative studies to understand parental needs after neonatal
death, and also found that supportive measures were often missing. In two studies, both groups
of participants likened the perceived lack of support after their infants’ death to feelings of
abandonment (Branchett & Stretton, 2012; Currie et al., 2016), as in the studies presented above
(Butler et al. 2019; Odgers et al., 2018). Branchett and Stretton recruited 57 parents from an on-
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line support group who discussed their perceptions regarding communication with the clinical
team, time with their children, and reliance on clinicians for advice on the best course of care,
like previously presented studies found (Butler et al., 2019; Odgers et al., 2018; Periyakoil et al.,
2016). The second study was conducted by Currie et al. who recruited 10 parents from a
bereavement group that was sponsored by a NICU. The participants discussed the difficulty of
making profound life and death decisions for their infants that family members and friends were
unable to understand or support, which further isolated the parents. A common theme across
studies was the perception by patients and family members that care givers were often indifferent
and disrespectful; they were only occasionally described as being calm, supportive, and sensitive
(Branchett & Stretton, 2012; Butler et al., 2019; Currie et al., 2016; Odgers et al., 2018;
Periyakoil et al., 2016).
Health Care Provider Perspectives
Just as researchers sought to better understand end of life care and death from patients’
and family members’ perspectives, it was equally important to explore the experiences and
practices of health care providers. As nurses spend much of their time at patients’ bedsides,
many studies focused on them. The literature indicated that nurses had varied experiences related
to the process of caring for dying patients and supporting family members, regardless of the type
of unit on which they practiced or the patient population for whom they cared. However, it was
noted that the death of a child was especially hard, as it was out of sequence in the expected life
cycle.
Adult Nurses’ Perspectives. End of life care for adults often occurs in ICU settings,
but it transpires on other types of units as well, and several studies enrolled nurses who cared for
this population. For example, in one study, the members of a national association of critical care
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nurses were invited to participate in a cross-sectional survey to learn about end of life care
(Ranse et al., 2016). There were 392 respondents, which represented about a quarter of the total
membership. Exploratory factor analysis identified six realms of care, which were
communication, patient comfort, shared decision making, environmental factors, spiritual
support, and emotional assistance. The practices that the nurses frequently used included
allowing family members to visit even if the unit was closed, introducing the family to the oncoming nurse, and answering questions. These practices promoted communication between
nurses and family members. Other common actions were to encourage the family to touch and
speak to their dying relative to soothe and comfort them. Practices that the nurses used
infrequently were to hang photos at the bedside or to move the patient to another area to promote
privacy.
Qualitative studies were conducted to learn about nurses’ lived experience of providing
end of life care. For example, Becker et al. (2017) enrolled 49 nurses who worked on ICU,
medical, surgical, or oncology units in a community hospital to determine how they
characterized a good death. Similar to the domains of care that Ranse et al. (2016) established,
these researchers identified three themes, which were to provide spiritual and emotional care,
offer options for care, and promote a quiet atmosphere. The participants defined a peaceful death
as one in which the patient was comfortable, maintained dignity, had family members present if
desired, and received holistic support. Perceptions of care varied depending on type of unit that
the nurses worked on. For example, while critical care nurses responded more frequently that
they were able to provide grief support, floor nurses more often noted that they were able to be
fully present and empathetic. Costello (2006) interviewed 29 nurses who described a good death
as one where there was sufficient time in which to know patients’ family members and prepare
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them for what was to come. Furthermore, participants wanted to be aware of imminent death so
there was little disruption to the unit’s functioning, which described preparations that enabled
them to cope with death as a team. In another study, King and Thomas (2013) enrolled 14 critical
care nurses who also expressed that they wanted to prepare patients and family members for
what would happen. Lastly, Stokes et al. (2019), interviewed six nurses who worked in an ICU to
understand the actions taken to create a good death. These included being present at the bedside
and connecting with the family, though the latter action was difficult if the nurses were meeting
relatives for the first time or if family members were emotionally distant.
Other research studies also showed that nurses were focused on ensuring that families
were included in end of life care. They recognized that opportunities for patient-family
interactions were highly dependent on their promotion of the family’s presence at the bedside.
For example, Arbour and Wiegand (2014) conducted a qualitative study that examined nurses’
roles while they cared for dying patients. A convenience sample of 19 nurses provided data that
enabled the researchers to identify six themes. Of these, two were patient-focused and were
related to advocation and comfort. Data analysis revealed that nurses worked diligently to
integrate the family into the care process, and two family-focused themes were enabling their
presence and supporting them. Another role was to prepare family members and ensure they
understood that the patient’s death was unavoidable. The study identified an important
contribution that nurses made to the care of dying patients, which was to mentor peers who were
less experienced. The participants noted that this effort promoted their personal and professional
growth and provided a model of optimal nursing care for others to emulate.
Previously presented studies documented that tensions occurred between clinical teams,
patients, and family members due to a lack of communication (Branchett & Stretton, 2012;
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Butler et al., 2019; Currie et al., 2016; Odgers et al., 2018; Periyakoil, 2016), and other studies
provided evidence that miscommunication also occurred between team members. For instance,
several researchers found that communication between nurses and other members of the clinical
team could be challenging (Arbour & Wiegand, 2014; Hansen et al., 2009; Zomorodi & Lynn,
2010). Hansen et al. (2009) recruited nurses who worked in one of four ICUs in a large
university medical center. The researchers wanted to learn if nurses’ perceptions of care
improved after several interventions were introduced, which were to implement a family
bereavement program, institute a palliative care team, standardize orders for withdrawal of care,
and provide staff education. They enrolled 91 nurses in the pre-intervention phase and 127
participants enrolled post-intervention, which represented response rates of 34% and 47%
respectively. Scores improved in the areas of work environment, staff support, family support,
and work stress. A comment section that was included in the post-intervention survey tool
enabled the researchers to collect qualitative data, and analysis revealed that communication
issues between nurses and medical staff was the main theme. Likewise, Zomorodi and Lynn
(2010) conducted a study to learn about nurses’ principles and activities at end of life and they
also discovered that intra-team communication was an issue. While the researchers only enrolled
nine nurses who worked in five different critical care units in the hospital, they determined that
the participants experienced feelings of helplessness and frustration when their professional
opinions were dismissed. The last two studies discovered that the use of technology to maintain
patient stability was often a source of conflict between nurses and medical staff, as patient care
continued beyond what the nurses thought was appropriate (Hansen et al., 2009; Zomorodi &
Lynn, 2010). These findings aligned with those expressed by nurses in the study conducted by
King and Thomas (2013), who vowed to advocate for peaceful deaths for their patients, which
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included lobbying for termination of ineffective treatments. When the nurses were unable to do
so, they experienced sorrow and emotional distress.
Pediatric Nurses’ Perspectives. High-quality end of life care has many important
aspects that must be fully understood to meet the needs of patients and family members and
support clinical teams. When the impending death is that of a child, there is heighted anxiety for
all who are involved. A sense of indecisiveness may be present, as children’s death trajectories
are unknown and care varies due to undetermined best practices (Fortney & Steward, 2017;
IOM, 2003). The IOM (2003) addressed the uniqueness of childhood death and recognized the
deep sorrow that families experience, as well as the profound effect on the medical teams who
care for these children and their families. Grimston et al. (2018) conducted a search of qualitative
studies of the experiences of pediatric critical care nurses in end of life care and found 18 articles
that met criteria, five of which were published 20 years ago or more. This reflects the need for
more research that focuses on nurses and their activities around the time that children die.
The following studies confirmed that the concerns of pediatric nurses were related to the
untimeliness of the children’s death, communication issues, and the intense emotions they
experienced. The data also showed that a sense of confidence and satisfaction resulted when the
nurses could support their young patients, the family members, and their colleagues (Beckstrand
et al, 2010; Bloomer et al., 2015; Meyer, 2014; Stayer & Lockhart, 2016). For example,
Beckstrand et al. conducted a quantitative study to measure nurses’ perceptions of the
importance and frequency of the barriers and support they experienced during pediatric end of
life care. They enrolled 474 participants who belonged to a national critical care nursing
organization, which represented a 48% response rate. The investigators developed a tool, which
they piloted and whose content validity was verified, that described 19 supportive behaviors and
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32 obstacles to care. Data analysis identified the most helpful actions as those that ensured
parents held their dying child, family members remained at the bedside, and parents experienced
a peaceful bedside setting after death occurred. The main obstacles identified were parental
distress as care was withdrawn, language barriers, and poor communication between parents and
team members.
Similar findings were identified by Bloomer et al. (2015) and by Stayer and Lockhart
(2016). Bloomer et al. enrolled 22 nurses who worked either in PICU or NICU in one of two
hospitals to participate in a mixed methods study. They discovered four themes among
participants’ responses, one of which was related to communication issues between the clinical
team and family members or between team members. For example, the nurses felt dismissed
when they tried to participate in team discussions about plans of care and were ignored, even
though they were the ones at the bedside observing the children and interacting with family
members. Stayer and Lockhart interviewed 12 PICU nurses to learn about their experiences
caring for dying children. Data analysis identified five themes among participants’ responses,
one of which reflected challenges to providing high-quality care including maintaining children’s
comfort, overcoming poor communication, and deferring to parents’ wishes. Another theme
encompassed nurses’ roles as death approached, which elicited feelings of sorrow and
frustration. Still another theme focused on nurses’ recognition that families were forever changed
after a child’s death. The last two themes also reflected nurses’ need for peer support and the
challenge of preserving professional boundaries due to the close interactions that often occurred
between nurses and parents. Although these boundaries were not discussed by the nurses who
cared for adults, some pediatric nurses did mention them (Meyer, 2014; Stayer & Lockhart,
2016).
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A different type of end of life nursing care for children occurred when they died
unexpectedly. Meyer (2014) enrolled 10 nurses to learn about their perceptions of care in
instances of unexpected childhood death. The participants clearly established that this type of
care was different than caring for a child whose death was anticipated. Still, there were
similarities that paralleled care provided to dying children and their family members in other
circumstances. Although these deaths occurred during chaotic, intensely concentrated periods of
time, the nurses focused on ensuring that they supported and achieved parents’ last wishes for
their children. Other themes that Meyer identified echoed those from some of the previously
reviewed studies too, such as keeping the patient comfortable (Arbour & Wiegand, 2014; Becker
et al., 2017; Ranse et al., 2016; Stayer & Lockhart, 2016), promoting family presence (Becker et
al., 2017), supporting spirituality (Becker et al., 2017; Ranse et al., 2016), and recognizing that
the family must transform after a child’s death (Stayer & Lockhart, 2016).
The studies confirmed that end of life care was emotionally challenging work that
pediatric nurses grappled with, and yet they found that their efforts were rewarded. Although
they experienced emotions that ranged from angst and guilt to pride, they experienced a sense of
satisfaction and confidence when they felt they had provided optimal care. The connections they
developed with patients, parents, and other family members were elements of best practice. Yet,
these same interactions increased nurses’ sense of loss and sadness, which illustrated the
complexity of care for dying children and their family members (Beckstrand et al., 2010;
Bloomer et al., 2015; Meyer, 2014; Stayer & Lockhart, 2016).
Neonatal Nurses’ Perspectives. The IOM (2003) addressed neonatal end of life care in
their report on pediatric death, noting that about 50% of childhood deaths occur around time of
birth. Another agency report (IOM, 2015) noted that more than 75% of infant deaths occur in
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critical care units, such as NICU. Dying infants, who cannot participate in end of life
discussions, rely entirely on those around them to ensure that they receive high-quality care,
especially nurses, who are integrally involved in every aspect of care (American Nurses
Association, 2016). Nurses must see that infants are comfortable, and parents are updated and
their wishes are understood and integrated into their children’s plans of care. As the liaison
between all who are involved, NICU nurses face many challenges. Still, there appears to be a
paucity of studies that explain how they manage the comprehensive care for this unique
population. For example, Moro et al. (2006) conducted an integrative review of neonatal end of
life care, but the research focused on parental experiences, chart documentation, and physician
decision-making. Furthermore, the methodology for more than half the studies was retrospective
chart reviews. Another integrative review (Wool, 2013) focused exclusively on parental
experiences. The IOM (2015) suggested that more research was necessary to explore and
evaluate interactions between clinicians and families, advance team behaviors, and assess the
resources needed to provide quality end of life care.
Research studies conducted with neonatal nurses revealed that they acknowledged the
challenges they faced, as well as the rewarding encounters that occurred between themselves and
family members. All of this occurred within settings that were highly stressful due to the intense
focus required to provide precise clinical care (Chen et al., 2013; Cortezzo et al., 2015; CriccoLizza, 2014; Epstein, 2008). For example, Chen et al. conducted a cross-sectional study to learn
about NICU nurses’ comfort levels and feelings about end of life care. They enrolled 80
nurses, or 100% of eligible participants, who worked in one of four units within a city. The
researchers administered a validated tool that was comprised of 26 attitudinal items and they
identified eight barriers to care. These included poor communication due to insufficient
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education and inadequate policies that supported end of life care. Interestingly, 65% of the
respondents thought that their personal values affected their ability to provide care, though
Kübler-Ross (1973) addressed this topic many years ago. The nurses in the study also noted that
inadequate staffing correlated to their inability to meet the care needs of their patients and family
members, as evidenced by the 51.2% of respondents who agreed with the item. This was not
noted in the previously presented studies. However, other items of interest were that 48.75% of
the nurses agreed that NICU was not the appropriate place to provide end of life care, 56.3%
agreed that providing care created personal distress, 60% agreed that they often experienced
death in the unit, 87.5% agreed that they prioritized pain management, and 82.5% agreed that
parents requested futile care.
Likewise, the research studies conducted by Cricco-Lizza (2014) and Epstein (2008) also
found that NICU nurses believed that futile care was frequently provided. Cricco-Lizza
conducted an ethnographic study to explore the coping strategies of NICU nurses. The researcher
collected data from interviews with 114 nurses, who represented about 46% of the nursing staff,
and through observation of the unit. From the sample of nurses, 18 key informants provided
additional information. The use of highly technical life support kept infants alive through
multiple crises over extended periods of time, and parents frequently requested aggressive
interventions in the hope that they would enable their children to survive. Futile care created
internal conflict among the nurses, and they suppressed their true emotions as they provided this
type of care. The nurses perceived that the continuation of futile care was a result of lack of
communication between physicians and parents. Tensions between clinical teams, patients, and
family members that resulted from miscommunication was documented in other studies too,
regardless of the patient population (Branchett & Stretton, 2012; Butler et al., 2019; Currie et al.,
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2016; Hansen et al., 2009; King & Thomas, 2013; Odgers et al., 2018; Periyakoil et al., 2016;
Zomorodi & Lynn, 2010).
Cricco-Lizza (2014) found that unclear communication fostered conflicts between team
members as well, which was verified by other researchers (Arbour & Wiegand, 2014;
Beckstrand et al., 2010; Epstein, 2008; Hansen et al., 2009; Stayer & Lockhart, 2016; Zomorodi
& Lynn, 2010). For instance, Epstein (2008) conducted a phenomenological study to explore the
experiences of nurses and physicians who worked in one NICU. Data analysis of the responses
of the 21 nurse participants revealed that their distress was often due to the use of advanced life
support measures for infants who had no chance of survival. Some nurses associated this practice
with clinical settings that provide physician education, as the unit was in a teaching hospital. The
physicians prescribed futile care, yet the nurses were the ones at the bedside carrying it out.
However, nurses often described the relationships that they created with peers, parents, and other
family members as being rewarding (Chen et al., 2013; Cricco-Lizza, 2014; Epstein, 2008).
In contrast to the previously noted incidents of poor communication between providers
and families, 81.3% of the nurses in a cross-sectional pilot study conducted by Cortezzo et al.
(2015) believed their clinical teams did communicate with family members about the goals of
prescribed treatments in NICU. This study measured perceptions of end of life care and the
researchers created and distributed a web-based survey to nurses, physicians, and advanced care
practitioners in a health system with two units. The convenience sample of 75 nurses represented
a 40.8% response rate. Data analysis of the nurses’ survey responses further revealed that 76% of
them felt comfortable providing this care; 62.7% believed the team provided consistent care;
90.7% ensured that parents understood that their infant was dying; 94.7% encouraged parents to
hold their infant; and 93.3% helped parents create positive memories. Like the nurses in the
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study conducted by Chen et al. (2013), 88% of these nurses ensured that infants were
comfortable as they died. An example of a challenge they experienced was the expectation to
carry on routinely and admit new patients to the same spot where an infant had recently died.
The selected studies demonstrated that nurses often felt confident when they were able
to advocate for their patients and patients’ family members by providing education about the
dying process, promoting communication between providers and families, supporting patients’
wishes, relieving uncomfortable symptoms, and assisting family members and encouraging their
presence at the bedside (Arbour & Wiegand, 2014; Becker et al., 2017; Beckstrand et al., 2010;
Bloomer et al., 2015; Chen et al., 2013; Cortezzo et al., 2015; Costello, 2006; Cricco-Lizza,
2014; Epstein, 2008; Hansen et al., 2009; King & Thomas, 2013; Meyer, 2014; Ranse et al.,
2016; Stayer & Lockhart, 2016; Zomorodi & Lynn, 2010). These activities align with the
recommended nursing competencies for end of life care, which include the provision of holistic,
evidence-based family-centered care, effective communication, self-monitoring of one’s
principles, and respectful, compassionate interactions (American Association of Colleges of
Nursing [AACN], 2000). The selected studies also documented the challenges that occurred
between nurses, other team members, patients, parents, and other family members in different
settings. This demonstrates the complexity of end of care care, regardless of patient population.
While a variety of research methods were used to explore NICU nurses’ experiences
while providing end of life care, including barriers to care and support they received (Chen et al.,
2013; Cortezzo et al., 2015; Cricco-Lizza, 2014; Epstein, 2008), none of the studies provided a
holistic explanation of how they managed care. In general, an examination of the context in
which end of life care occurred was lacking, which limits our knowledge of the all-inclusive
aspects of care within the unique setting of the NICU. Thus, it was an opportune time to further
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explore the topic. The current study was designed to describe the patterns of behavior that nurses
engage in as they care for dying infants while interacting with other nurses, clinical team
members, parents, and other family members. In-depth descriptions of environmental elements,
such as technology, staff support, and organizational dynamics, are also relevant as grounded
theory tradition recognizes that contextual settings are essential components of a model’s
development. A grounded theory about neonatal end of life nursing care should provide
applicable explanations, predictions, and interpretations about care, which may help to address
the gaps in care the IOM (1997, 2003, 2015) and the NINR (2011) identified.
Historical Development of Grounded Theory Tradition
Grounded theory is a qualitative research tradition that was first described by
sociologists, Barney G. Glaser and Anselm L. Strauss (1967), who merged their different but
compatible styles of conducting research. Strauss explored symbolic interactionism, a guiding
principle of grounded theory, while in Chicago (Corbin & Strauss, 2015). After relocating to the
University of California in San Francisco, he began a collaboration with Glaser, who studied
quantitative methods at Columbia. Glaser was influenced by positivism (Cooney, 2010), the
world view that truth must be scientifically verified (Merriam-Webster, n.d.). Their revolutionary
work, Awareness of Dying (Glaser & Strauss, 1965), was the first grounded theory study. Its
approach to collecting and analyzing qualitative data provided social science researchers with a
method to rigorously explain various phenomena.
Researchers who conduct grounded theory studies use in-depth interviews to collect date
and analyze them concurrently. Data analysis uses two types of coding (Birks & Mills, 2011;
Evans, 2013). The first type is substantive coding, which involves breaking bits of data apart to
discover emerging patterns or concepts (Evans, 2013; Heath & Cowley, 2004). The researcher
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uses constant comparison to formulate three levels of decisions about codes. Initially, data-todata comparisons are made to recognize individual concepts, then data-to-concept comparisons
increase the clarification of concepts. The second type of coding, theoretical coding, allows the
researcher to make concept-to-concept comparisons to define how they are related, identify a
core category, and connect the data back together into an organized theory (Birks & Mills, 2011;
Evans, 2013; Heath & Cowley, 2004). The researcher also writes memos about ideas and
thoughts that arise during the study, and they become another source of data that can be coded
and integrated into data analysis (Glaser & Strauss, 1967). Other important techniques include
theoretical sampling and theoretical saturation, which will be discussed in Chapter Three.
Philosophical Underpinnings
Grounded theory tradition is deeply rooted in philosophy. Its ontology, which is the
philosophy of what is known about the world, was not obvious in Glaser and Strauss’ (1965)
seminal grounded theory that described how clinicians provide care to the dying and their family
members (Markey et al., 2014). The epistemological assumptions, which are pragmatism and
symbolic interactionism, attempt to explain how knowledge is attained (Markey et al., 2014).
Pragmatism is the ideology that proposes that one’s thoughts predict and guide actions and
reactions, which enables one to problem-solve during social encounters (Peirce, 1905). One’s
carefully chosen action aims to achieve an advantageous outcome, which makes it relevant to
person, place, and time (Cherryholmes, 1992). Symbolic interactionism postulates that we create
meaning about our experiences based on interactions with others, which occur within situations
that are unique to time and place (Blumer, 1969, 2005; Mead, 1934). Interpretation of one’s
actions through self-reflection creates knowledge about the surroundings, and each interaction
enriches one’s awareness and understanding (Munhall, 2012). During subsequent encounters one
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uses acquired knowledge to act and react, based on the learned meaning that has been created for
that situation. The experience that one gains from interactions helps to define their world.
Variations of Grounded Theory Tradition
Glaser and Strauss encouraged scholars to expand upon their methods and discover new
theories (Glaser, 1978). Modifications of grounded theory tradition were developed, including
the one that Strauss created while professionally aligned with Corbin, both of whom believed
that literature guides data analysis (Corbin & Strauss, 2015). This method was noted to be more
rigid, and it added another coding step to evaluate the circumstances of each event
(Higginbottom & Lauridsen, 2014). Additionally, the researcher’s role became part of the data
interpretation (Cooney, 2010). Feminist grounded theory blends steps from both classic and
Straussian methods, and its findings are often useful for women’s health issues (Evans, 2013).
Another variation, constructivist grounded theory, proposes that concepts are created from the
data and not discovered within them (Charmaz, 2014). This approach was noted to be more
subjective, with the researcher also becoming part of the interpretation that leads to theory
development (Higginbottom & Lauridsen, 2014). Some experts consider it, as well as Straussian
methodology, to be qualitative data analysis rather than grounded theory tradition (Evans, 2013).
Grounded Theory and Neonatal End of Life Care
Classic grounded theory tradition guided this study, and it was a practical means to
discover how nurses managed care for dying infants in the context of Level III NICU. Nurses
interact with many individuals during their social exchanges in NICU, including patients,
parents, family members, and other clinical team members. These encounters, and the distinctive
clinical situations and settings, create countless interactions. Pragmatism and symbolic
interactionism provide viewpoints from which one can develop an interpretation of the over-
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riding behavior of nurses, or the BSP, as they provide end of life care. Just as Glaser and Strauss
(1965) discovered levels of awareness during interactions with dying patients and family
members, NICU nurses must establish what those around them know about the infant’s
prognosis, how they interpret it, what they express, and how they react. Grounded theory offers a
method to study and to understand the concerns of nurses, and the process that they engage in to
resolve them as they care for dying infants within a unique, contextual setting.
Summary
A review of the literature about end of life care across the life-span revealed that patients,
family members, and nurses had similar expectations for care. Nurses for adult, pediatric, and
neonatal patients experienced both positive and negative aspects of work, which were prevalent
in all areas of practice (Arbour & Wiegand, 2014; Beckstrand et al., 2010; Chen et al., 2013;
Cortezzo et al., 2015; Cricco-Lizza, 2014; Epstein, 2008; Hansen et al., 2009; Meyer, 2014;
Ranse et al., 2016; Stayer & Lockhart, 2016; Zomorodi & Lynn, 2010). None of the studies on
end of life care in NICU looked at how nurses holistically managed the challenges and demands
of care within a distinctive setting, nor did they provide a conceptual framework to describe care.
They explored nurses’ perceptions, experiences, or practices (Chen et al., 2013; Cortezzo et al.,
2015; Cricco-Lizza, 2014; Epstein, 2008). Grounded theory tradition, which is guided by the
principles of pragmatism and symbolic interactionism, is an ideal method to discover how nurses
define and interpret their activities during interactions with those around them. The current study
used this methodology to obtain a rich description of the nurses’ actions that explained the BSP
as they provided end of life care within the complex context of Level III NICU.
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Chapter Three: Methodology
The purpose of this qualitative study was to gain a better understanding of the practices
that nurses engaged in as they met the challenge of caring for dying infants in Level III NICU.
The intent was to highlight both the processes and the necessary steps to provide care. Therefore,
classic grounded theory tradition was the design of choice. Chapter Three presents an overview
of grounded theory and how this tradition and its associated methods were employed. It is
organized into eight sections: (a) qualitative research, (b) grounded theory tradition, (c) ethical
protection of participants and data, (d) selection of participants, (e) data collection, (f) data
analysis, (g) rigor, and (h) summary.
Qualitative Research
Qualitative research is used to study the human experience and to understand how people
perceive and interpret their world (Corbin & Strauss, 2015; Munhall, 2012; Rubin & Rubin,
2012). The researcher becomes deeply involved in the process by listening to the participants to
gain knowledge during the collection of vivid, descriptive data (Corbin & Strauss, 2015;
Hernandez, 2010; Munhall, 2012). There are several different traditions that employ qualitative
methods, such as phenomenology, ethnography, case study, historical research, narrative inquiry,
and action research (Munhall, 2012). Another tradition, grounded theory, was selected for this
study to develop a theory that explained the behavior and the BSP of nurses as they cared for
dying infants within the context of Level III NICU.
Grounded Theory Tradition
Grounded theory emerged from the fusion of approaches to qualitative study that Barney
Glaser and Anselm Strauss had. Glaser’s methods offered researchers a rigorous basis to produce
and to justify genuine conceptual insights, while Strauss’ style stressed ethnographic tactics to
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collect data. Grounded theory tradition provided scientists with a method to thoroughly explain a
variety of phenomena (Glaser & Strauss, 1967).
Grounded theory tradition has two philosophical underpinnings. The first of these is
pragmatism, which is a philosophical movement founded in the late 19 th century by philosophers
Charles Sanders Peirce (1905), John Dewey (1904), and William James (1907/2012) that
espoused that individuals create meaning about everyday events and they learn from them.
Hence, reality is personally constructed, and individuals act and react in response to the
knowledge gained from specific situations in which they find themselves (Dewey, 1904; James,
1907/2012; Pierce, 1905). The second philosophical underpinning is symbolic interactionism,
which is the ideology promoted by George Herbert Mead (1934) and Herbert Blumer (1969,
2005). It proposes that individuals create meaning and understanding about their experiences
based on interactions with others (Blumer, 1969, 2005; Mead, 1934). Symbolic interactionism
assumes that individuals react in a predictable manner due to experiential learning (Munhall,
2012). There are three basic premises of symbolic interactionism (Blumer, 1969). The first
principle states that one’s actions are based on the meaning that the circumstance has for them.
This includes other people, tangible items, organizations, events, or daily interactions. The next
principle asserts that one gains understanding of a social group by studying how the group’s
formation correlates to how they interpret their world. The last principle assumes that one
translates the meaning and adjusts their reaction dependent on the situation. Individuals reflect
on past encounters to solve current problems. Meanings are influenced by the actions and
reactions of individuals to what is occurring around them at a specific point in time, thereby
creating a social world (Blumer, 1969, 2005; Mead, 1934; Rubin & Rubin, 2012).
A grounded theory is clear and meaningful, and those who work in similar settings
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should be able to recognize the patterns or findings that emerge from the study of a specific
group (Glaser & Strauss, 1967). The tradition is useful when there is either little information
about a topic, or when new viewpoints are advantageous (Artinian et al., 2009; Munhall, 2012).
Data is collected during in-depth interviews to understand the main concerns of participants
(Glaser & Strauss, 1967). Initially, inductive reasoning is used to look at the data and to make
general empiric statements (Evans, 2013; Heath & Cowley, 2004). Concepts and themes are
derived from the data and fit the study site to explain the participants’ behaviors (Glaser &
Strauss, 1967). The goal is to create a model that predicts and explains the actions of a group of
people who share a common problem within a specific setting by identifying the behavioral
patterns that are used to resolve everyday issues (Glaser & Strauss, 1967). The users of the
theory can apply it and modify it as necessary.
Classic grounded theory tradition offers novice researchers a guideline to conduct
objective research (Cooney, 2010). Analysis occurs simultaneously with data collection. Data is
constantly compared by examining each bit of data to form codes, and then comparing code to
code, code to category, and category to category (Glaser, 1978; Glaser & Strauss, 1967). The
researcher identifies biases and takes steps to remain neutral so that the framework develops
intuitively (Olshansky, 2015). In the current study, classic grounded theory tradition was used to
discover how nurses managed the care for dying infants. They interact with many individuals
during their social exchanges in NICU, including patients, parents, other family members, and
other clinical team members. These encounters, as well as the distinctive clinical situations and
setting create a myriad of interactions. Pragmatism and symbolic interactionism provide
viewpoints from which one can develop an interpretation of the over-riding behavior of nurses,
or the BSP, as they provide end of life care. Glaser and Strauss’s (1967) method focuses on
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identifying one main phenomenon in a theory, rather than considering all other possibilities
(Artinian et al., 2009). It stresses that the data must stand alone to verify the phenomenon that is
being studied. Therefore, it was an appealing method for a novice researcher to employ.
The studies on neonatal end of life care have most often examined clinical aspects of
care, obstacles to care, or perceptions of care, and they employed surveys, questionnaires, or
qualitative traditions other than grounded theory (Moro et al., 2006). This study clarified the
actions of nurses within Level III NICU settings by exploring how they interpreted interactions
with others. It identified and explained the BSP that they engaged in as they cared for dying
infants within a unique, contextual setting.
Ethical Protection of Participants and Data
Appropriate ethical protection of participants and data was essential. First, Institutional
Review Board (IRB) approval was obtained from City University of New York (CUNY). Next,
the proposal was submitted to a committee for the health system from which participants would
be enrolled, whose purpose is to assess internal nursing research studies, recommend revisions,
and give final approval. Lastly, the health system’s IRB reviewed and approved the proposed
study, which included the provision of a $10 beverage card to the participants at the end of each
interview to acknowledge their contributions. Later, a request to amend data collection to include
phone interviews was submitted to the IRB, and it was approved. In this case, the signed
consents and beverage card were exchanged via the United States Postal Service prior to the
interview. Only one interview was conducted using this method rather than meeting in-person.
All interviews were audio recorded on an android phone, which recorded in an MP3 file format.
The process to ensure that collected data was protected had several steps. Initially the MP3 file
was uploaded to a password protected laptop and the file was deleted from the android device.
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This researcher transcribed the first interview verbatim into a Word document, while subsequent
MP3 files were uploaded and submitted to a professional transcription service that is based in the
United States and who guaranteed confidentiality and client privacy. A pseudonym was assigned
to each participant. A copy of each deidentified transcription was printed for data analysis and
was shared with my chairperson, who is an expert in qualitative procedures. This step ensured
that coding was accurate. All MP3 files, prior to deletion, and Word documents were stored on
an encrypted flash drive. The flash drive, printed interview documents, demographic data sheets,
and consents are stored in a locked file cabinet, and they will be maintained under these strict
conditions for three years. The process ensures that participants’ privacy and confidentiality are
maintained throughout the project.
Selection of Participants
New information about a population can be discovered by studying smaller samples
(Munhall, 2012). Although Glaser and Strauss (1967) stated that a rigid sample size could not be
identified for a study, several examples of grounded theory studies revealed that researchers
enrolled between 10 to 18 participants (Applegarth et al., 2013; Erikson & Davies, 2017;
Thompson et al., 2006). These numbers of participants demonstrated that theoretical saturation
was reached, meaning that the researcher was not finding new data that added depth to the
discovered categories (Glaser & Strauss, 1967). Theoretical saturation signifies that ample data
were collected to explain a phenomenon. At this point, most conceptual and categorical gaps are
well-defined to form a rich, explanatory theory as defined by Glaser and Strauss.
Participants who volunteered to provide information about end of life care in Level III
NICU were recruited from one large health system located in the northeastern United States,
which had four NICU sites that were designated Level III. This means that they had no age or
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weight limits for admission, and the units provided advanced life support, imaging, and pediatric
sub-specialty consultation (NYSDOH, 2016). The unit capacities ranged between 10 and 51
beds. The criteria for participant inclusion for this study were a current New York State
Professional Nurse License, full-time or part-time employment on either day or night shift,
provision of end of life care to an infant who was at least 23 weeks gestation at birth, and at least
two years’ experience in NICU at the time of care. The last criterion ensured that the nurses who
participated could competently manage the many aspects of clinical care. Nurses at this level of
practice can consciously organize and plan patient care, fully integrate events going on around
them, and reflect on the complexity of the care they provided (Benner, 1982).
The process to enroll participants had several steps. Contact was initially made with the
chief nursing officer at each site to gain hospital entry, and with the nurse managers to access
participants on the units. This researcher visited three of the four units at prearranged times to
generate awareness and interest in the project. The fourth site declined a visit and requested
study information via mail, which they would share with their nursing staff. The study was
explained to the nurses at the other three units during on-site informational sessions. This initial
contact with potential participants importantly introduced the researcher, creating an informed
process that could be carried forward to the actual interviews (DiCicco-Bloom & Crabtree, 2006;
Rubin & Rubin, 2012; Seidman, 2006). Additionally, several blast emails were sent to nursing
staff by the managers, and flyers were strategically located in the staff lounges to further promote
and sustain project interest at all four sites (see Appendix B).
Recruitment of participants was more of a challenge than initially projected. The nurses
expressed interest in the study during site visits, but curiosity appeared to wane afterwards. The
nurse managers were instrumental in maintaining study information in prominent places in each
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unit and in helping to create continued awareness. There were 19 nurses who expressed interest
in participating in the study during this researcher’s site visits, and an additional seven were
recruited at later dates. Of these, nine nurses either voiced lack of interest when contacted to set
up an interview time, or they did not respond to this researcher’s attempts to talk with them. No
further efforts were made to get in touch. None of the nurses from the fourth site, which declined
an informational visit, volunteered to participate. Participants had the opportunity to withdraw at
any time, and they could request that their data be removed from the study, if the study were
ongoing. Since the topic was sensitive and emotional, participants were provided with the
contact number of the health system’s Employee Assistance Program, which can provide various
forms of support. Ultimately, seventeen participants met the eligibility criteria for inclusion, and
they were enrolled. All the participants were female, and all but one provided information about
their age, which is illustrated in Figure 1.
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The participants had varying amounts of experience in general as a nurse, and as a nurse
specializing in neonatal nursing care. There were eight nurses who had other clinical experience,
such as homecare, pediatrics, or varied adult hospital units, like medical or surgical units,
intensive care, and women’s health. The other nine participants only worked in NICU, as
illustrated in Figure 2. The range of years as a neonatal nurse was two through 41 years, while
the mean was 18.1 years, and the median was 18 years.
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All the participants were licensed registered nurses whose degrees ranged from diploma prepared
to advanced degrees. Data analysis showed that the participants had similar experiences,
regardless of their nursing degree. Therefore, limiting the sample to a specific level of education
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was not supported. A query about education on end of life care revealed that 13 of the nurses had
no formal education, three of them noted that they had attended a conference or a class, and one
participant noted that she had education but did not quantify what type. All the participants,
except for one, acknowledged some type of spirituality or religious affiliation. These statistics
provided an overview of the participants’ demographics.
The nurses that contributed to this study comprised a convenience sample, as they all
were knowledgeable about the phenomenon of end of life care in NICU. Grounded theory
tradition initially uses a convenience sample, since a group of potential participants who can
offer in-depth data about the study topic can be identified (Coyne, 1997). Its methods would next
support theoretical sampling, whereby specific participants are identified and recruited to ensure
additional data provided in-depth understanding of the study’s emerging codes, concepts, and
categories (Glaser & Strauss, 1967). Due to IRB requirements, this study used convenience
sampling throughout, as participants self-identified their willingness to participate. None
requested to withdraw from the study.
Data Collection
Interviewing is a prescribed method used to collect in-depth data from invested
individuals about a specific phenomenon (DiCicco-Bloom & Crabtree, 2006; Rubin & Rubin,
2012). Semi-structured interviews were conducted at a time and place that was deemed
convenient and comfortable for both participant and researcher as suggested by DiCicco-Bloom
and Crabtree (2006) and Seidman (2006). This method used a limited number of prepared
questions which allowed co-construction of the interview by the participants (DiCicco-Bloom &
Crabtree, 2006; Rubin & Rubin, 2012). The “grand tour” question, which is a general query that
ensures a standard initial focus in all interviews was, “What is it like to work in NICU?”
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Additional questions, which were more explicit and reactive, enabled clarification of data
(DiCicco-Bloom & Crabtree, 2006) (see Appendix C). Probes were also used to manage the
interview, and they consisted of comments that reframed participants’ statements, short
questions, gestures, and periods of silence (Rubin & Rubin, 2012). These techniques enabled this
researcher to learn the participants’ perspectives about the phenomenon of end of life nursing
care in their unit through questioning, probing, and active listening (DiCicco-Bloom & Crabtree,
2006; Rubin & Rubin, 2012).
The interview process was initiated when an appointment was made to meet with an
interested nurse. At this time, the study was again explained to the participant, questions were
answered, and study eligibility was verified. Next, written and signed informed consent was
obtained, which included permission to record audio of the interview, and a demographic tool
was completed by each nurse (see Appendix D). During the interview, the participants were
given the opportunity to provide in-depth descriptions about working in NICU and end of life
care. The nurses provided comprehensive examples of the management of care, which helped to
accurately clarify their experiences and perceptions. The expected timeframe for the interviews
was estimated to be one hour, but interviews were shorter or longer based on participant interest.
Theoretical sensitivity is the skill that enables a researcher to develop insight to perceive
the abstract meanings of groups of codes and to ultimately identify the BSP, or the fundamental
category that accounts for the variation in the behavior of the participants as they act to solve an
identified problem (Glaser, 1978). The procedure is facilitated when the researcher listens openly
to each participant and uses the knowledge gained from previous interviews to form conceptual
categories during the analysis (Glaser & Strauss, 1967). As data was analyzed and the theory was
developed, additional questions were added during subsequent interviews to enable categories to
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be explored more in-depth. Theoretical saturation occurs when redundancy of conceptual
categories is reached during analysis and it signals the researcher to terminate data collection
(Glaser & Strauss, 1967). Saturation for the current study was reached by the 17 th interview and
no additional participants were recruited. A self-reflective journal was maintained throughout the
research process. The documentation of thoughts, actions, reactions, and decision-making during
data collection and analysis provides an audit trail (Koch, 2006).
Data Analysis
Data analysis is an iterative process in grounded theory, as data is simultaneously
collected, coded, and analyzed (Glaser & Strauss, 1967). All interviews were audio recorded on
an android phone as previously disclosed. Although a professional transcript service was utilized
to create a Word document for all the interviews but one, it was still necessary for the researcher
to listen repeatedly to the MP3 files to assure accuracy when compared to the final document,
after which the audio file was deleted from the laptop. The act of repetitive comparison of the
accuracy of the transcriptions to the files created familiarity with the data. This is an important
step in analysis (Bailey, 2008).
The technique of constant comparison repeatedly compared data against other pieces of
data to identify similarities, variations, and differences (Glaser & Strauss, 1967). This
comparison began with the fourth interview, at which point the identification of patterns of
processes was possible across interviews. Different levels of coding were used as prescribed by
grounded theory methods. Analysis began with substantive coding, whereby the interviews were
examined line-by-line, and bits of interview data were placed into as many topics or categories as
possible. The codes created categories created that stood for the interpreted meanings of the
actions noted within the data (Glaser & Strauss, 1967). Initially, 28 conceptual categories were
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identified. This increased to 56 categories as more data was collected and analyzed. As bits of
data were added to a category, they were compared to previous data and the theoretical
properties of each one became more apparent. The conceptual categories emerged from the data,
with explicit properties and limits. As the coding process continued, constant comparison looked
not only at data within categories, but expanded to explore similarities and differences between
categories as prescribed by Glaser and Strauss (1967). The number of conceptual categories
decreased as analysis continued and some codes and categories were found to be more closely
aligned, while other codes and categories were pared. Coding created a small number of higherlevel concepts from the data, which formed increasingly abstract codes and interrelated
categories (Glaser & Strauss, 1967). Examples of considerations that assisted with developing a
robust set of conceptual categories for this study were: How do nurses and other professionals
categorize themselves according to their roles? How do interactions motivate nurses and other
professionals to meet expectations to gain approval? How is the social order maintained, or how
is it changed? What emotions are expressed, which cue meaning for the nurses? What cues
indicate a shift in perceptions? What are the explanations provided for a problem? What do
nurses say or do to give meaning to an event or an interaction? What variations are evident? The
activity of conceptual coding of experiential data is based on a concept-indicator model, which is
illustrated by Figure Three.
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Figure 3. Concept-Indicator Model
From Theoretical Sensitivity by B. G. Glaser, 1978, p. 62. Copyright 1978 by B. G. Glaser. Reprinted with
permission.

Theoretical sorting enables the researcher to rationally shape the analysis process to formulate
the categorical relationships, while the technique of mapping provides a visual aid to see the
interrelated properties of the conceptual categories (Glaser & Strauss, 1967). Comprehensive
relationships evolved between categories and established patterns that were rich with variation.
Thus, the emerging theory explained the participants’ overall experiences. A major process
became apparent, and the data was connected back together into an organized theory.
Rigor
The rigor of a qualitative study is known as its trustworthiness. It is established by four
criteria, which are credibility, transferability, dependability, and confirmability (Guba & Lincoln,
1989). Credibility refers to the authenticity of the data. In the current study, it was achieved
through intimate interviews with the participants, as well as through this researcher’s willingness
to be open to what was shared, to become immersed in the data, and to code accurately.
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Transferability ensures that the data is applicable to other settings. It was achieved in the current
study by the rich contextual descriptions of the settings and events that the participants provided.
Thus, readers can judge whether they can apply the findings to their own settings. Dependability
guarantees that the findings are consistent; it is achieved by careful documentation of the
researcher’s thoughts and methods to create a decision trail and increase transparency and
reliability (Glaser & Strauss, 1967; Koch, 2006; Guba & Lincoln, 1989). Examples of this are
memo-writing and journaling (Glaser & Strauss, 1967), both of which this researcher practiced.
Memo-writing created notes about interview data and about coding, while journaling created
self-reflective notes about the researcher’s reactions to the participants or to the interviews.
Lastly, confirmability assures that the data and its analysis are true representations of the
participants’ experiences. Ongoing discussions between this researcher and my chairperson
regarding data collection, the detection of concepts, the BSP, and the writing process, ensured
that the analysis was accurately interpreted. These procedures helped to describe the evolving
process of theory development by elaborating on decisions and actions and identifying gaps in
data or researcher bias (Glaser & Strauss, 1967). They also helped to establish credibility by
detailing this researcher’s self-awareness (Guba & Lincoln, 1989). Adherence to these criteria
ensured a robust and rigorous study.
Summary
This chapter reviewed the historical development of grounded theory and presented the
methodology of the proposed study. A convenience sample of nurses who provided care for
infants around time of death in Level III NICU was recruited from a large health care system.
Data collection, analysis techniques, and ethical considerations were reviewed. The results of
the analysis are discussed in Chapter Four.
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Chapter Four: Results
Classic grounded theory tradition guided the collection and analysis of qualitative data
about how nurses managed the care of dying infants in Level III NICU. Chapter Four presents
the results of the data analysis, which led to the discovery of five conceptual categories. These
conceptualizations describe the BSP that neonatal nurses engage during end of life care, which is
everyone is watching (see Appendix E). The participants described working under intense
conditions in unique settings where they felt that everyone in NICU observed their every move.
In turn, they noticed everyone and everything. These circumstances had implications for care as
the nurses tended to the infants who were dying. Chapter Four is organized into seven sections,
the middle five of which discuss the conceptual categories: (a) symbolic interactionism and the
NICU, (b) everyone is watching in the “Box,” (c) monitoring for resuscitations, (d) gathering to
witness death, (e) guiding parents through, (f) reflecting on practice, and (g) summary.
Symbolic Interactionism and the NICU
According to Herbert Mead (1934), a person’s conduct can only be understood within the
larger context of the actions of a society, as one’s behaviors involve others who subsequently
react. Vocalizations, body language, and specific actions designate that a behavior is important to
those who belong to the group, since each one represents an important symbol (Mead, 1934).
When a behavior is displayed, another individual within the group must interpret what has
occurred and respond to it, drawing on their experience. The act of interpreting and responding
to the event gives meaning to the resultant reaction. Symbols are created from the actions that
occur between a group’s members, and they help to form future interactions. This series of
events helps the members to explain their environment and give it meaning, which creates their
social reality (Milliken & Schreiber, 2012). Hence, individuals become social actors within their
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group. They recognize, assess, and interpret symbols and then formulate suitable reactions,
which signify the meaning of the situations (Blumer, 1969).
Symbolic interactionism also acknowledges the reciprocity that occurs between
individuals and their surroundings, since the environmental setting provokes situations that
require responses. The context of the setting is organized by the responses that the group
members assign to their actions and the subsequent reactions of others (Mead, 1934). The NICU
can be viewed as an organization whose members are social actors. Symbolic interactionism is
displayed by the NICU team as they repetitively react to the important events that occur around
them as they provide end of life care. This process may be further intensified by the on-going
reciprocal observation of one’s colleagues and of patients’ family members. Interviews with
neonatal nurses provided in-depth descriptions of the dynamics in NICU and the resulting
context that affected patient care; analysis of this qualitative data led to the discovery of five
conceptual categories that describe the BSP—everyone is watching—that nurses engage in in
NICU. The following section describes the environmental influences and the cue-based
interactions that occurred between the nurses, other team members, parents, other family
members, and dying infants in Level III NICU settings.
Everyone is Watching in the “Box”
The open bay or the open ward (OW) has been the traditional design of the NICU setting.
This layout consists of connected rooms that allow nurses to care for multiple infants while
observing and being observed by their peers and anyone else who might be on the unit. This
dynamic permeates all aspects of NICU work and is the fundamental characteristic of the BSP,
everyone is watching, that was discovered in data analysis. For instance, the OW enabled the
nurses to observe that a peer needed assistance to resuscitate an infant or needed help to care for
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one who was dying. The OW also facilitated nurses’ ability to support the parents of these
infants, and it allowed them to evaluate personal and team actions, which promoted their
professional growth.
The NICU has been described as a unit that provides an exclusive “microclimate” unlike
any other unit, and it’s been noted that “nowhere else will the adverse effects of noxious physical
elements have more profound and long lasting effects than here” (White, 2012, pp. 3-4). The
OW has benefits, such as enabling team members to continually observe the infants that they are
caring for, to assist one another, to cover breaks more easily, and to mingle with each other at
appropriate times (White, 2003). Furthermore, parents have access to the nurses and to the
providers who are caring for their newborns. The OW can also be challenging for all who enter
the unit, and experts have long discussed the advantages of shifting from this traditional layout to
single-family rooms (Shepley et al., 2014; Swanson et al., 2013; White, 2003). For example,
there is evidence that neonates are adversely affected by the noise and by the increased levels of
light in this type of unit (Swanson et al., 2013; White, 2003). Parents and other family members
may be stunned by the clamor and the brightness of the lighting as well. Space is at a premium in
the OW, and nurses and other team members often compete with parents and visitors for room in
which to provide care for the infants.
The characteristics of this unique patient population and the activities that are required to
care for them make NICU stand apart from other types of hospital units. First, many neonates do
not have established medical histories, unlike most hospitalized patients. If they have been
diagnosed prenatally with a condition, a workup must be initiated post-delivery to confirm the
presence and severity of the disorder. Secondly, infants cannot speak for themselves to let
caregivers know that they do not feel well or that they are stressed, unlike adults or older
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children. Next, most of these newborns have never been discharged home to be integrated into
the family unit, nor have their parents been able to develop intimate knowledge about them,
which could help the team to plan care. Moreover, they do not always have parents present who
can act as advocates. While other critical care settings, such as the Emergency Department (ED)
and other types of intensive care units, may care for patients who share some of these
characteristics, no other patient groups are comparable to that of NICU. These significant
distinctions mean that the NICU team must quickly collect health data to create an individualized
plan of care for each patient. Infants who are dying are dependent upon the nurses and the other
team members, as well as their parents, to advocate on their behalf to make certain that they
receive high-quality care.
The fictional TV series ER accurately depicted what an OW Level III NICU looks like.
In the episode aptly named NICU, medical students referred to the unit as the “box” (Zwerling &
Innes, 2004). One entered the unit through automated glass doors with a prominent “Restricted
Area” sign. Team members punched a security code into a keypad to gain entrance and to exit
the locked unit. Parents and other visitors buzzed and waited to be let in, or to be let out. This
dramatic portrayal of the OW NICU as a fast-paced, bright, noisy, and cramped environment in
which infants are cared for, including those who are dying, was described similarly by the
participants in the present study, all of whom worked in units that had layouts remarkably like
the NICU portrayed in ER. This was confirmed by the PI during visits to the three units to enroll
participants, as well as during on-site interviews.
Beyond the locked entry of each unit were numerous interconnected rooms, some of
which had glass partitions between them. They were crowded with radiant warmers and isolettes
in which infants were being cared for. Each newborn had multiple cables that attached them to
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monitors that displayed various vital signs or other measurements. The bedsides were equipped
to enable the team to provide the degree of life support that was needed for each infant, such as
prescribed modes of respiratory support. Pumps that were either mounted on poles or placed on
countertops were visible throughout the unit. The infants could receive fluids, medications, and
blood products via peripheral or central intravenous lines, as well as enteral feedings and
medications using these pumps. Procedural spotlights provided additional illumination, and
phototherapy equipment emitted vibrant blue light. Sinks, supply cabinets, needle boxes, gown,
mask, and glove holders, fire extinguishers, and shut-off valves for the medical gases lined the
perimeters. The headwalls, where the beds were arranged, had electrical outlets, channels for
medical gas therapies, and suction regulators. Numerous carts for equipment and emergencies
were situated throughout the unit, as were scales, oxygen and air tanks, chart racks, linen
hampers, and waste receptacles. Workstations enabled team members to greet visitors, chart, and
view x-rays and other imaging studies. The rhythmical sigh of the ventilators and other electrical
equipment, as well as multiple conversations between team members and between team nurses
and family members scattered throughout the unit all merged into an incessant drone. The
undertone was pierced by ringing phones and multiple alarms that chimed, buzzed, chirped, and
beeped whenever equipment parameters were violated. A nurse or another team member
responded to every alert, depending on equipment type and the alarm sound that indicated level
of severity.
This dense space was also navigated by infants’ parents and other family members. Units
that have private or semi-private rooms can accommodate parents’ and family members’
occasional need for privacy, but the OW layout didn’t afford much. Rather, it appeared to
accomplish this to a lesser degree. Privacy seemed to be nonexistent, and the infants were not
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extended the same degree of discretion that is given to older children and adults. Instead, it has
been documented that the design of the OW greatly limits the amount of privacy that can be
maintained. For example, while 120 square feet is the recommended allotment of floor space per
newborn (White et al., 2013, p. S6), the area could be well below that when a greater number of
newborns were admitted onto a unit; the adjacent bed might be within an arm’s reach to either
side of an isolette or warmer. Additionally, parents who have severely compromised and dying
infants cannot interact with their baby to the same degree that parents who have a healthy or
stable newborn can. Often, they can merely sit at their infant’s bedside. Their inability to
participate in care, in conjunction with the open layout, provides these parents with the
opportunity to observe and to listen to everything around them, regardless of whether it pertains
to their infant or not.
The participants who volunteered to be part of the current study, all of whom were
assigned a pseudonym, worked on OW units. They verified that they were under constant
scrutiny by everyone who was present on the unit. Many of them spoke about the layout,
concurring that space was tight. “Leah” viewed this as being helpful and said, “I like the big
room. It may not be private as far as families are concerned. . . . I feel that having support around
you is more important.” Others thought that the spatial constraint was problematic and
commented that it is “more closed . . . it’s like we’re divided,” “we are space-challenged,” and
“our unit is much smaller.” For instance, “Janet” described working in a confined area and
shared, “You can’t go this way, and then someone’s breastfeeding over here . . . or bumping into
something and then [you] go home, ‘Where did this bruise come from?’” Another participant
recalled a different OW Level III NICU that she had worked in and remarked that, “It’s trying to
keep noise out but then, if you need help, you can come out and just yell down the hall. . . . So,
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it’s eight babies, you can fit 10. It’s not ideal.”
The nurses adapted to the unique circumstance of working closely together in the OW by
developing an awareness of what was going on throughout the unit. It permitted them to help one
another quickly and efficiently in emergency situations. This was illustrated by two of Leah’s
comments, which were, “All of the nurses went out to their doorways” to see what was
transpiring elsewhere in the unit, and “Everybody gets hypersensitive to what’s going on.”
“Emma” said, “You know something’s off; you just feel it.” Several participants disclosed that
this unit-wide state of alertness extended to their managers and their charge nurses,
acknowledging that they also observed unit activity and responded appropriately to help.
According to participants, they would “come by” and “scope out” situations to “make sure that
that everything is going [okay], that we don’t need extra people or extra hands.” Others
concurred and stated, “They get right in there if someone’s dying,” and “The managers are
good. . . . If someone feels like they can’t be in the room when it happens [death], they’ll do
reassignments.” This signified that the managers were also mindful of their nurses’ needs under
duress. Their awareness was dependent upon their careful observation of the unit, which resulted
in consequential action that was appropriate to the incident, such as supportive reactions, or
ensuring that adequate resources were present for emergencies.
The difficulty of providing everyday care in an OW was magnified when an infant was
doing poorly. These events affected the families of other patients as well. For instance, when an
infant needed to be resuscitated, usually because they were not breathing or their heart rate
dipped dangerously low, Leah emphasized that “they’re not going to let any visitors in. They
would just close it for how long the parents needed to be there.” This action was taken to enable
the team to care for the ailing infant within the limited space and without family spectators other
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than the parents of the child who was coding. This aspect will be discussed in more detail in the
section, guiding parents through.
End of life care significantly impacts all who are involved, including the nurses who have
multidimensional roles in caring for dying infants. The phenomenon of continually watching
others, even as one is also being observed, was prevalent throughout the qualitative data
collected during the current study. Although there are drawbacks to the OW (Shepley et al.,
2014; Swanson et al., 2013; White, 2003), which the participants verified, there also are
advantages due to the degree of visibility that is present. This dynamic is captured in how the
environment influenced the interactions between the nurses and the other social actors in NICU,
including parents, other family members, and infants. It enabled the nurses and the other team
members to discover ways to provide end of life care within the OW. The following conceptual
categories describe the actions and reactions of the nurses as they responded to the important
events that occurred around them as they worked with their colleagues to care for dying infants
and their family members.
Monitoring for Resuscitations
Cardiopulmonary resuscitation is an emergency procedure that is undertaken to revive a
person when either their heart stops and/or their breathing ceases. It is a procedure that clinical
personnel are trained to perform. The participants spoke about this practice, also referred to as “a
code” or “coding,” which was executed on some infants to save their lives, either in NICU or in
other areas of the hospital. Codes occurred within full view of all who were present on the units.
Like the American Heart Association’s (2020) Basic Life Support program that targets health
care professionals, the Neonatal Resuscitation Program (NRP) (Weiner, 2021) provides
evidence-based guidelines that are uniquely applicable to most infant code situations, which
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often have respiratory origins. All the nurses, advanced care practitioners, and physicians in
NICU, along with their obstetrics (OB) and women’s health counterparts participated in NRP
courses every two years to facilitate an inter-team’s reaction to a neonatal code. The participants
reported that NICU personnel were designated to attend potential or actual instances of infant
resuscitation, irrespective of whether the code was inside the unit or elsewhere in the hospital.
The infants’ responses to these measures often depended on the circumstances that required the
procedure, such as maternal problems, prematurity, multiple births, and complications diagnosed
pre- or postnatally. At times, these details were known to the team as they resuscitated, but at
other times they were not. Regardless of where they occurred or which circumstances were
present, the NICU team reacted quickly and efficiently to resuscitate the infants who required it.
The following sections capture nurses’ descriptions of how they were aware of and
reacted to one another’s need for aid in code situations on the units. Their interactions were most
often enhanced by close relationships with and continual observations of their peers. However,
this dynamic was not always supportive. Resuscitations that occurred in NICU were conducted
in familiar locations, where the nurses were surrounded by colleagues who would help them.
Data analysis showed that code location was important because those that occurred outside of
NICU were more challenging for various reasons. Regardless of the event setting, the nurses
described how their teams were watched by everyone who was present as they attempted to
resuscitate infants.
Resuscitating in the “Box”
The OW layout of NICU enabled nurses to initiate resuscitative measures without delay.
Colleagues who were working nearby saw that their peers needed help, and they responded
immediately. This contrasted with many hospital units that depend upon designated code teams
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who travel to the unit from other areas of the hospital to resuscitate their patients. The response is
contingent upon the identification of a decompensating patient and the activation of a hospitalwide alarm, while those present initiate basic resuscitative measures in advance of the code
team’s arrival. Conversely, the NICU nurses were ever present, and they were always observing
their environment. They described being able to quickly respond to the bedsides of infants who
were decompensating. They could also activate a unit-wide alarm that enabled a full team to be
present within seconds, allowing advanced code measures to be swiftly performed.
Watching and “Waiting for It.” Resuscitations that occurred in NICU were taxing for
the nurses, who were continually at the infants’ bedsides, and who often were the ones to
recognize that an infant was decompensating. They frequently initiated the sequence of events
leading to resuscitation. The participants offered comments that underscored their vigilance. For
example, Leah noted that “Whenever there’s a code . . . then I think the whole unit just peps up,
even at three o’clock in the morning. Everybody’s ears go up and we see what’s going to
happen.” “Grace” said, “When they're here in the NICU, it's expected that somebody [will] die.”
“Addie” added:
You would hear the code button go off, and everyone would be like, ‘Here it is again.’ A
friend had a baby die and the next day she came back, and another baby died. It was like
we were constantly coding.
“Demi” observed that “you’re just waiting for it to happen, and when it happens you just hope
that they call it, or like a slow code. Like, don’t make me pound on his chest for long.” The
nurses used technology to help them keep tabs on ill infants and the nurses who were caring for
them, which facilitated their unit-wide vigilance. For example, Demi explained that the bedside
monitors could be programmed to display another infant’s vital signs:
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They can watch my baby while I’m over here, so they can see if the baby’s going
downhill. They can come over and help me without me yelling and disturbing other
babies or parents or making them alarmed because you can see what’s going on.
All the participants recounted stories that exemplified that the nurses that they worked with had
developed the ability to sense what was going on throughout the unit and to respond
appropriately to help during critical events. The data also demonstrated that the nurses used
auditory cues to alert them that a colleague’s patient was decompensating. They understood their
peers’ needs and reacted to support them.
Participants recalled specific code situations, which illustrated the deep impact that these
occurrences had on them. Demi recalled a premature infant who was on maximum life support,
and she was disturbed by the multiple codes that she saw her team perform on him. She
remembered the complexity of coding another infant and said, “I was the secondary nurse. The
baby had so many wires and tubes that it was hard for one nurse to keep track of all the
calculations with the weight.” Addie thought of an infant and conceded, “The baby did okay for
so long, and then right at the end she got septic, and we coded, did everything.” Leah declared,
“We had coded the baby twice before. . . . We knew the kid was going to end up coding again
and he was maxed out on pressors, maxed out on an epi drip.” Maintaining one’s composure
while still anticipating the worst outcomes during tense situations was an attribute that the nurses
most often observed about one another. The capability to quickly help one another was aided by
the ability to constantly observe each other, which made a taxing day manageable as the nurses
watched and waited for their patients to decompensate.
Watching Others “Step Up.” The nurses described the NICU as a secure zone to work
in because of the other team members on whom they could depend to assist them with
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emergency situations. Comments were made that exemplified this, such as “You have a team
behind you,” “We just deal with the situation as a team,” “We really do come together as a
team,” “You’re never alone in the NICU,” and “We help the nurse who’s taking care of the
baby.” The participants knew when other nurses needed help merely by looking up from their
assignments and realizing what was going on at another bedside, or when they heard the code
alarm or other activity. They arranged for some nurses to respond, while others remained in the
room and continued to provide care to the patients whose nurses left to help their colleagues. The
participants noted that they reacted and went to the bedsides of infants who were coding because
“they know that if they were the nurse taking care of that baby, they’d want all the support that
they could have.” Leah explained, “We’re not told to do that . . . every nursery has one nurse
go—go bare bones.” She added that “when I look around, I see faces that I can yell something to
if I need it.” Emma recounted how “everybody was at the bedside. Everybody. Everybody—the
doctors, the practitioners. It was ‘What do you need? What can I do?’” The participants
described how team members anticipated needs during a code, such as retrieving supplies. Leah
explained:
Some people just step up and say, ‘I can go get a syringe.’ Even something as simple
as that, where it’s not necessarily that you’re calculating meds or doing chest
compressions . . . and sometimes you need that person to go get you a syringe.
Addie concurred and said, “That includes everybody: clerks, patient care associates, doctors,
nurses. We need the whole crew . . . everybody to step up. . . . No nurse is an island.” “Sophia”
said, “I always say it's not the patients that you have, it's who you're working with. You can have
the sickest baby in the unit, but if you're with good team members, you'll have a great day.”
“Holly” concurred:
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You walk into the room and see who your roommates are . . . and you say, ‘No matter
what happens today, it’s going to be fine.’ You can get the 23-weeker who’s just being
born, or the one who’s crashing . . . but you know that person is going to be there and
help you, and you will handle anything that day.
She added that “we really work very, very well together here. . . . We work in the same room
together, so you know. . . . You can see that somebody has the sicker baby, and you see them
doing more stuff.” “Bridget” recalled the last code that she participated in. Her account
illustrated that the nurses and the other team members were mindful of what others were doing
and that they understood their colleagues’ needs as they responded to help:
[It was] very calm, which is the most important part. . . . We all just worked together.
You would not even know that a code was happening if you were a bystander just
looking in, because it’s a very controlled environment. Nobody’s screaming, nobody’s
fumbling for things. . . . Everybody was assigned a specific task for that patient.
Janet provided another example:
They assigned roles. ‘You’re going to do airway. You’re going to do chest
compressions.’ Someone’s going to draw [up] meds. There is someone—a team leader
involved—even here in the unit. When there’s a code, we have to assign who’s doing
what, because otherwise it becomes chaotic.
“Kat” described her colleagues’ responses to emergency situations: “It’s almost like you had too
many people helping. If you pressed the code button, 20 people come in. You’re like ‘I need
about six of you.’ We would tell people just to leave. . . . ‘No, too many.’” The nurses explained
that it didn’t matter which infant one was assigned to care for, it was the colleagues who were on
with them that made the crucial difference and enabled them to navigate through the shift. The
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data confirmed that the nurses worked closely with one another, that they were aware of what
each other needed, and that they responded to help.
Watching Others Being Stepped On. In contrast, cohesive interactions were at times
lacking, even during codes. In instances when team members were observed to be more
challenging to deal with, providing care was also more difficult, as a sense of confusion or a
feeling of being affronted developed. The OW and the need to remain at the bedside of unstable
infants did not provide an opportunity for the nurses and the other team members to step away
and compose themselves, nor for them to avoid the offending parties. This was another challenge
to providing care in the OW, yet the nurses realized that interactions like these were unavoidable.
They offered thoughts about how they dealt with them. Emma reported, “There’s some days
where people [nurses] come in, and they’re already complaining and I’m thinking, ‘Not today,
we don’t need that today.’ So just like going in with a positive attitude, the right mindset.”
Sophia explained how she deals with cynical colleagues: “I’m a positive person and that’s what I
need around me. If I don't have a positive person with me, I stay in my bubble. . . . I don’t let
them in because you're not going to bring me down.” “Aidan” remarked that her colleagues cope
with stress in various ways; she said, “Some people get really flustered. . . . They get other
people all flustered and you can’t perform as well.” Leah clarified that “people handle stress and
stressful situations differently. I think that’s their personality, and you can’t take it personally.”
Another participant recounted an interaction where a more experienced nurse upset another:
She made you cry. I’m sorry. Suck it up and we’re going to go on to the next patient.
This is the way that she is and she’s not going to change, so just let it roll off your
back. . . . Just be a duck; let it roll off your back. You’re fine, keep going.
A nurse reported that when a peer was present during events, including codes, the others had to
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be prepared for the possibility of an antagonistic interaction. She said, “Don’t be upset if she
says something to you or if she gives you an attitude because that’s just the way that she is, right,
wrong, or otherwise. . . . She’s not going to change her ways now.” The nurses observed that
other team members were also challenging to deal with, and attending physicians were
mentioned most often. The participants conceded that the attendings developed their own unique
practice style, and the nurses had to be cognizant of this and learn how to respond to each one’s
expectations. Comments that demonstrated this were: “You have to know them, what they want
to do, if they tend to be aggressive or they tend to be like, ‘Let’s wait and see,’” and “We have so
many attendings . . . and they have different styles, so sometimes it’s a little frustrating.” A
participant shared the following: “I was with a great doctor, but during a code it’s a little chaotic
with him because he doesn’t really assign tasks. He’s just yelling, ‘Get this, get that.’ It’s not as
organized as it should be.” Still another participant reflected on a provider who was known to
react unfavorably:
Some people just lose it when there’s a code and they just forget that they are in the
medical field. When you cannot stay calm and collected during a code and you start
yelling at people during the code, then you have lost it.
A nurse recounted a time when a physician heatedly told an experienced nurse that “if she’s not
going to be competent, she shouldn’t be in the room during a code.” Observing this exchange,
the participant explained that she “went over to them afterward and I said, ‘You have to see
where this is coming from. She is stressed out. This baby’s life is in her hands and unfortunately,
she’s not dealing with it well.’” While the nurses acknowledged that team members responded to
stress in different ways, and they learned to anticipate which peers were likely to be more
reactive, they were still affected by the exchanges. They recognized when their peers were
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confronted by other team members, and they offered them support. They tried to anticipate what
their colleagues wanted, so that they could respond to the best of their ability. Their actions were
taken to either avoid conflicts or to mitigate some of the feelings of unease that the nurses
experienced after negative interactions, which were disturbing for them. They worked tirelessly
to care for the dying infants, and because they were always stationed at the bedside, they could
not step away. These events occurred within the restricted confines of NICU, and always under
the observant eyes of the nurses and the others who were present.
Resuscitating Outside of the “Box”
The NICU team, all of whom were pediatric specialists, practiced in situations that
required them to employ NRP more frequently, and therefore more adeptly, than either the OB or
the women’s health teams, or teams elsewhere in the hospital. They were the designated code
team that responded to perform infant resuscitations in other areas of the hospital whenever they
heard a “neonatal code” announced on the public address system. Resuscitations conducted
outside of NICU were more problematic for several reasons. For example, the nurses anticipated
and responded to what other team members needed during emergency situations in NICU, but
during codes that occurred on other units, nurses and providers lacked the intimacy and
associated knowledge of the NICU environment. Furthermore, the teams that responded to codes
on other units were smaller than the one that would have responded in NICU, consisting of a
nurse, the physician(s) and/or nurse practitioner(s), and a respiratory therapist. During codes on
other units, there were no additional NICU nurses who could interpret visual or auditory cues
that indicated an ongoing emergency. If the team needed more assistance while resuscitating a
patient in one of these areas, then someone who was present at the location had to call the NICU
and request additional responders.
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While infant codes in ED, Main OR, Radiology, and NBN occurred less frequently, the
data revealed that they were typically more problematic than resuscitations in NICU. Grace,
“Elena,” and “Pennie” provided statements that supported this interpretation, such as “Once we
leave these boundaries, you’re out there—that’s the rest of the world,” “We have to run down the
stairways, go through the maze because we don’t go there every day,” and “You’re just running.
And it’s just like adrenaline. . . . I feel like it’s kind of like a scene on TV. Running, running,
running . . . you go down there and it's just everybody. . . . Everybody is there to respond.” The
teams in these outside areas performed resuscitation measures until the NICU team arrived and
took over the process of coding the infant. Though the women’s health teams also took NRP
training, they could not always support the NICU team during resuscitations. For example, a
nurse said, “When there’s a code over there, forget it. Over there, the nurses say, ‘I don’t know. I
don’t do babies.’” Like the teams in ED, Main OR, and Radiology, they also had less opportunity
to utilize neonatal code procedures and they could be less confident in these situations as
compared to the NICU teams.
The unit that the nurses most frequently discussed in relation to resuscitations outside of
NICU was L&D. They had high expectations of the OB teams’ reactions to codes since they
were also trained in NRP, yet they were not always met. For example, Kat contrasted her
experience of the two units:
Even for me, an experienced nurse, [it] was very overwhelming. Very different. Here, it’s
a very controlled environment. We have a lot of support. Usually, if there’s a code on the
unit—on this unit—you’ll see people [come] from wherever there are nurses available.
Everybody comes in to help, and there’s that support. When you’re off the floor . . .
there’s still enough people to get the job done, but you’re in a foreign place.
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While the OB team would defer to the NICU team to continue NRP measures, they would
remain to help and/or provide care for the newly delivered mother. Like the teams in NBN, the
OB teams were observed to be ineffective at times, which created challenges. The nurses
commented about this, saying, “Over in the delivery room, for me, it’s a different world,” “There
are people from that unit also . . . and some of them are not useful,” and “There always seems to
be a bit of yelling until the code leader gains control of the situation. When the delivery room
people back away and we work with our own team, it’s better.” An example of the of the OB
team’s decreased ability to provide support during codes was their periodic inability to locate
crucial supplies. While the participants described essential resuscitation equipment that they
organized and packed in bags that were ready to grab and go for codes that occurred elsewhere in
the hospital, they often talked about the need to look for supplies once they arrived at codes in
L&D, which the NICU teams expected to be prepared for use in an emergency. This was
reflected by statements such as, “You run into situations where they don’t even know where the
Ambu bag is,” “It’s a different environment. If we use something else, we don’t know where it
is. Half the time . . . the people in the room don’t know where anything is. . . . When we go over
there . . . that can be a bit scary,” and “The L&D nurse didn’t know where certain supplies were.
Eventually they were found but they were having trouble putting together the medications. It was
just one thing after the next.” Sophia claimed, “It's so much more stressful off the unit because
you don't have all your things that you know. . . . It’s ‘Oh my gosh, we have to get this,’ and
you’re looking through everything a little crazy sometimes.’” “Melinda” said, “In our unit, you
have everything. . . . But when we’re off [unit] . . . there’s still some confusion.” Kat stated:
Sometimes you don’t know exactly where everything is. It takes you an extra minute to
say, ‘Oh, okay. Let me look here.’ Sometimes we go to the delivery rooms and we’re
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like, ‘Something’s not stocked that usually we would have stocked,’ and we have to go
and find it. That part’s definitely stressful. A little bit overwhelming.
Janet emphasized that, “We bring it [supplies] with us. Sometimes you can’t control the
environment, but the team who goes and responds, everyone is [there].” The participants talked
about the L&D teams and discussed instances when they needed additional support, which they
felt was lacking at times.
The participants described two other elements of resuscitations that made codes more
laborious outside of NICU, both of which were situational. Although these aspects were
frequently described as occurring in L&D simultaneously, they could take place anywhere. The
first factor was that the NICU team arrived at code situations where parents were often present
and observing all that occurred, which increased the team’s perceived stress. The parents were
already in a heightened emotional state before the birth of their child; if their newborn needed
resuscitation, their reactions were even more intensified. The parents watched the NICU team
very closely, adding to the team’s anxiety. For instance, Grace shared her thoughts about this
situation and said, “You’re with the parents. . . . For me, it's more realism as to what actually is
happening because you have somebody who's on the table, either being sectioned or delivering,
right in the room with you when things are happening.” Of one such experience, “Lisa” said, “It
was terrible to see those new parents experience that loss. We could not revive him.” Sophia
recounted:
I was just devastated that these people came in with a 32-week baby and they were going
home without a baby. . . . None of us expected that. The parents were right there, they
were watching it all. . . . I do believe that's a good thing these days, where they see
everything was done, nothing was left out—[or] missed . . . and it wasn't enough.
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Leah remembered a full-term infant that she helped to resuscitate, saying that “Everything was
supposed to be perfect. The baby . . . came out with no respiratory effort, nothing. They
intubated the baby there. They still couldn’t get a heart rate . . . all while the family was in the
room.” Kat reminisced about coding a 25-week infant and said, “We had the dad waiting outside
the OR, so he saw everybody running in, and he had to find out before his wife that the baby
didn’t make it.” The nurses described feeling devastated as they watched parents experience an
unsuccessful resuscitation of their child. As this element often happened in NICU too, it will be
discussed in greater detail in the section, guiding parents through.
The second factor occurred when the team arrived at a code, and little or no clinical
information was made available to them beforehand, which was unlike many resuscitations that
occurred in NICU. Regardless, quick action was necessary to save the infants, and the
participants provided insight about this situation, stating that, “When we hear a code, we know
that it’s not something that we were expecting,” and “I don’t even think the NICU team knew
they were walking into a twin delivery. It was full term, bad outcome.” Kat recounted an
unsuccessful, prolonged code for a premature infant:
Everybody came rather quickly, not really knowing the extent of what was going on. . . .
We did like, 20 minutes. . . . It doesn’t feel like 20 minutes when you’re coding. . . . I was
like, ‘Oh my God, I can’t believe we’re still coding,’ and I looked at the team [and said],
‘Guys, what are we going to do?’ Because we know what happens after you code [for an
extended period], even if the patient does respond after resuscitation. Usually, that longterm outcome isn’t good either.
Kat was cognizant of the time that the team had been resuscitating, and she shared her concern
with them, which prompted them to reconsider their efforts. Grace also noted that a code in L&D
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could go on for an extended time, especially for full-term infants “because, initially, there’s no
reason for them to have come out compromised. . . . They try harder to resuscitate until they find
out what the reason could be.” She recalled a code that occurred years ago, and said, “The baby
didn’t make it. It was completely out of the blue.” Of a similar situation, Bridget said:
I ran to the OR with the doctor and with two nurse practitioners and the baby was fullterm. No complications during pregnancy, and all of a sudden everything just went
downhill. . . . Everything that needed to be done was done, and it was done in the right
way, it was just very chaotic. The baby passed away before he was born.
Bridget added that “the code was very stressful. I’ve never seen that before. . . . I don’t think that
a lot of the nurses there have either. Full-term healthy baby . . . all of a sudden . . . stillborn.”
Lisa remembered a comparable situation and said, “We don’t know what went wrong. . . . We
could not revive him. It was a long code, I guess you could say, and they don’t survive.” Still, the
participants perceived that their actions during these outside codes were no less effective,
regardless of the obstacles that they encountered. “Jenna” shared that “the nurses that I go with
are experienced RNs. They know what to do. I’m used to working with them, so it’s nice. It’s a
good relationship. . . . There’s a lot of respect that goes on.” When there wasn’t a clear
explanation for infants’ poor responses to NRP measures, then the team resuscitated for longer
periods. They tried to resolve the situation that caused the infant to code to ensure that they
offered them every opportunity to respond. The participants provided evidence of their
awareness of the other team members, the parents and the other family members, and the infants’
responses to their resuscitation efforts.
The nurses acknowledged that they developed distinct abilities that stemmed from their
intimate interactions and the familiarity they established while working in the OW. They
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recognized when their colleagues needed help during code situations, and they planned to assist
one another during these emergencies. These abilities explained their successful support for one
another when a smaller team left the unit to perform resuscitations elsewhere in the hospital.
Regardless of where the codes occurred, the nurses felt that they worked efficiently with their
team. They were conscious of one another and depended highly on each other as they attempted
to achieve successful outcomes for the infants. These challenges transpired under the attentive
eyes of the nurses, who themselves were being watched by the rest of their team, other teams,
and parents and other family members, if they were present.
Gathering to Witness Death
The continual presence of nurses at the bedsides of dying infants in the OW placed them
in unique situations. Unlike many other hospital units where care is episodic, nurses in NICU
rarely left their patient’s side during their shifts, except to retrieve essential items that were not
stored in the room, collaborate with or assist their colleagues, or take meal breaks. As they
looked up from a bedside, the nurses could see colleagues who were working in the same room
or nearby, as well as parents and other visitors who were there. Although they were being closely
watched, the nurses focused on their patients, especially so when they were nearing the end of
their lives. They reminisced about these “angels” with great emotion. Sophia, Demi, and “Zara,”
respectively, provided these statements, “Sometimes you feel, or you know that it’s working—
and sometimes you know that it’s not. You can tell the damage,” “They don’t have a voice, and
we have to speak for them,” and “[I] feel it in my heart when my baby is not doing well.” The
participants described the various circumstances that affected them, such as the infants’
gestational ages or the absence of their parents. As the infants neared death, the nurses’ attention
often centered on aspects of nursing care other than life-saving ones. The nurses offered proof
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that they grieved for the neonates when they died. These intimate interactions occurred in full
view of others who were in NICU.
Gathering as Death Nears
The participants discussed how they collaborated with the interdisciplinary team to
formulate plans of care that they administered to their unique patient population. While the
infants could not verbally interact with the nurses, there were other means of communication
between them that enabled the nurses to provide high-quality care. Examples of these were that
their vital signs were observed via cardiac monitors, their labs were obtained and interpreted, and
diagnostic imaging was ordered to provide additional information that helped to establish their
diagnoses. Furthermore, the infants provided cues about their pain through their facial
expressions, their breathing patterns, and the tone of their arms and legs, all of which offered
signs for the nurses to interpret to determine levels of discomfort. Remarks were made by the
participants that illustrated these distinctive nurse-patient interactions. For example, Leah and
Bridget said that the infants do not “talk to you.” Leah added that the neonates cannot tell their
caregivers that “‘you’re doing this wrong’ or ‘you should have done it this way,’” while Grace
explained, “You have to be attuned to detail because they are so small.” It was evident that the
neonates depended upon close observation by their caregivers to recognize indicators that
signified a change in their clinical status. The nurses constantly looked for these signs, as well as
for those that indicated that another colleague needed assistance with their patient.
Although they were being observed constantly, the nurses watched everything around
them too, and their constant attendance at the bedsides of their patients at the end of life created
profound situations. For example, the participants recounted that it was strenuous to witness the
deaths of infants for whom they cared, pointing out the paradox of being newly born and dying
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within a short span of time. For example, Sophia shared that “we have a privilege to be there in
the horrific times as much as the best times,” and “I commit them to memory. . . . Those
moments are huge to be part of and they stick with me.” Emma stated that “I’m going to
remember that baby,” and “It’s weird because it’s the end of life, but they were just born.” Demi
said, “They are innocent little lives . . . and we have to speak for them.” Bridget emphasized that
“you deal with new life and you deal with death as well; there’s a lot of irony in that.” The
nurses talked about the complexity of providing clinical care that they felt would be futile. Emma
stated that “all I see is the baby that needs to be kept alive. But quality-of-life wise, I don’t see
the long term,” while Grace said, “You’re sticking for IVs and doing all the bloodwork and stuff,
where they’re [physicians are] the ones making the decisions, but you’re the ones who are
carrying out the things that are painful.” The participants reported that watching over infants who
were dying extended to the whole team, which was fostered by the physical structure of the units.
During one on-site interview, a nurse pointed out that “it's a small unit. . . . If you'll notice today,
everybody's circling in at some point to check on two of the babies,” neither of whom was doing
well clinically. She added that when an infant is dying, “we all congregate. . . . We’re all in and
out, checking in. . . . ‘How’s he doing? What’s going on?’” Although the data demonstrated that
it was an emotionally intense experience, the nurses were always watching over the infants who
were dying. Furthermore, their colleagues were aware and ever present to help and support them.
The participants offered examples of different circumstances that could make nursing
care more difficult. For example, the neonates’ gestational ages at birth could create unique
hurdles for them, with some nurses reporting that it was more difficult to care for full-term
infants. Demi said, “It’s harder to see a full-term baby than . . . a 24-weeker that could have all
these problems later in life.” Leah professed that witnessing the death of a full-term infant who

67

EOL NURSING CARE OF INFANTS IN NICU
experienced a devasting event in utero or during birth was hard, saying that “a full-term infant
. . . was supposed to come out healthy and happy.” Jenna provided the example of an infant who
was born with a neurological injury and said, “Those babies that come in who were brain
coolers, and they’ve had a significant deficit . . . it’s sad that they died, but you know that it’s a
blessing.” Brain cooling, which has been replaced with total body cooling, are treatments that
provide therapeutic hypothermia to prevent neurological damage or to decrease its severity. An
injury like this occurs when the infant’s brain is deprived of oxygen before or around time of
birth, which may occur for various reasons. It can result in poor outcomes. Other participants
were more affected by the deaths of premature infants. For example, Demi recalled an instance
in which “the baby had a chest tube. . . . That baby’s eyes were fused. The baby had head bleeds
and a pneumo[thorax].” Melinda said, “Premature babies can get really sick, really fast. We’re
trying to save children at a much younger gestation than we did when I started years ago. . . .
That can be very stressful.” She described opposing situations:
I think that you need a good understanding of what’s going on, the certain conditions that
we’re dealing with. . . . Is this a very premature baby? Or is it a baby that was doing well,
and now has NEC, and now the baby’s dying from that? I think it’s different.
Necrotizing enterocolitis (NEC), a disease of the bowel’s inner lining that causes it to become
damaged, is often a devastating diagnosis for an infant.
Another onerous situation arose “when you have one who lives and one who dies,”
referring to a dying infant who was in a multiple pregnancy. Furthermore, infants who survived
for longer periods before they died also were a challenge to care for, and the participants shared
their thoughts about such prolonged but ultimately unsuccessful care. For example, Grace said,
“Sometimes they live for four or five months, and then they can’t get off the vent, and they die of
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infection.” Jenna added that “it’s the ones that you thought would be okay and then got NEC or
they had a major bleed, or they got septic. . . . They are the ones that are heartbreaking. . . . It
takes a toll on everybody.” Other nurses described the challenges that prolonged life support
posed. For example, Emma commented that, “people struggle with ending life support whether it
be killing somebody or just getting out of their way. . . . We’re so used to giving care and trying
to make people better that the act of taking care away is foreign.” Aidan said, “The respirator’s
going to breathe for the baby and keep the baby alive for as long as it can—until the body
decides that’s it. The machine keeps these babies alive.” She added that “the babies are already
gone. It’s just that shell that’s there.” These anecdotal thoughts provided general views about
some complex circumstances that the nurses encountered as they watched over the infants who
eventually died in NICU.
The participants enriched the above views with narratives about specific infants for
whom they had cared. The stories about the infants’ short lives illustrated that the nurses were
highly focused on their patients and that they developed intimate relationships with them. Some
of the participants recalled in detail the first time that they cared for a dying infant, regardless of
how long ago the event occurred. This demonstrated the profound effect that the deaths had on
them. For example, Aidan said, “I remember the first one I had. It was a baby with positive beta
strep, and the baby was so sick . . . and they tried everything. . . . You can never forget these
things.” Sophia recalled the first death that she experienced:
I was his nurse. Initially he did well. . . . I came back that following night, and I took him
back, and he wasn't doing well. It was apparent within the first hour or so that I was here
that he wasn't going to make it. My manager said, ‘He waited for you.’
Jenna remembered that “my first death . . . was a baby that I got close to . . . and I loved him to
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death. When he died, I was devastated because I had put too much emotion . . . invested into
him.” The participants vividly recalled other instances of infant death that they witnessed. Aidan
remembered two neonates, both of whom were born prematurely. She stated, “That baby was
losing skin. Their skin is so thin. The eyes were fused. That baby was like a fetus. We were
giving the baby transfusions . . . and the baby’s blood pressure was dropping.” The other infant
was transported to her hospital for treatment for NEC, and she explained that “the baby went for
surgery. They brought the baby back and the surgeon said, ‘Nothing can be saved, and we closed
the baby right back up.’ The baby was so cute. Beautiful baby.” Emma remembered caring for an
infant as she watched his twin die in the next spot; she said, “That day was really tough. While I
was doing everything with my kid, they were doing end of life care with the twin.” She added,
“At that point, we all knew that the baby was passing. And you know it—that that baby’s
passing.” Zara recalled a prematurely born infant who was close to being discharged when he
developed NEC. A surgical intervention was fruitless, as the infant’s entire bowel was necrotic.
She stated, “They couldn’t do anything for him, and he ended up dying.” Bridget also
remembered a premature infant who had severe neurological complications. She said that “he
was suffering in so many ways. . . . He had everything wrong with him. You could look at this
baby and know that he was not comfortable.” Melinda recalled an infant that she helped to care
for years ago, recounting that the baby was a “34, 35 weeker that had done really well . . . .
[When she] vomited, [we] opened the diaper. There was all blood. Baby perffed [developed a
bowel perforation]—and [was] septic, and I want to say died two days later. That was hard.”
Demi remembered several premature infants. The first one was born at 24 weeks gestation and
had chest tubes inserted:
This baby could have died in peace and with dignity and the baby didn’t. . . . Nobody’s
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ever going to meet her. You have to make them feel like they were a person. . . . Nobody
outside of the hospital is going to know that they even they even existed. But you know.
Another infant with NEC also had a proposed plan of care that was alarming. Demi said:
[The surgeon] was saying that we can remove the bowel and the baby can live on TPN
until the baby’s liver goes and then the baby needs a liver transplant. . . . It became an
ethical thing because you can’t keep a dead bowel in a baby that you’re going to keep
alive.
Lastly, Demi spoke emotionally about a full-term infant:
I was there with a dead baby that we were keeping alive. . . . It’s different when you see a
little one with all the tubes and you just feel like it was meant to be, and the baby will be
at peace. But to see that. . . . ‘Treatment minimal?’ There’s everything you can imagine
hooked up to this baby.
Other participants also remembered full-term infants for whom they had cared. Addie
recalled that “we did not want to poke her anymore. There was no need to do that. . . . So much
so wrong, but so beautiful, so sad. And she looked—if you saw her face—normal.” Grace
described a similar instance and stated, “We used to call ourselves Team ‘Whatever His Name
Was’—because it was never just one nurse; it was always a team that was there.” Lisa recalled
an infant who was incompatible with life and who had a laryngeal mask placed as an artificial
airway. Her team was not going to replace the mask when it dislodged, and they watched and
waited for this to happen:
I was there on the day it came out and he survived quite a few hours. . . . It was hard
because he lasted a good ten hours. There was agonal breathing and he’d stop, and you’d
think, ‘He’s passed, he’s at rest.’ And then he’d start again.
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Grace also recalled two infants with severe neurological damage. The first infant had multiple,
centrally placed intravenous lines, and she said, “He started out as a seven-pound baby, and
when he died, he was about four pounds. It was awful.” The second baby cried for most of the
shift, and Grace remembered, “When you took care of her you were just aware of the fact that
you were going to care for someone that was going to cry all shift.” Consoling infants was
something that the nurses could easily do in most instances, so it was hard for them to be unable
to soothe this baby. Grace added that several nurses offered to provide primary care for this last
infant, which she thought was incredible. A few other participants acknowledged that they, or a
peer, were also known for having a “forte” to care for challenging patients like those described.
This too demonstrated their unit-wide awareness.
Gathering to be Surrogate Parents
When parents were absent at the time of death, the nurses affirmed that they identified the
situation, and they developed an action plan that ensured that the infants died while surrounded
by the team who had cared for them. They recounted how they interceded to provide comfort to
these infants. They became surrogate parents, for a moment in time, as they stepped in to hold
and to soothe the dying infant and “to spend time with this baby.” Elena explained, “If it was my
baby, I would want to be there. I would want to come and see what’s going on, come and
console, or you know, grieve somehow.” Lisa said, “It may not be the same views that we have,
but in life there are lots of views. . . . Deal with it the way that you deal with it and what gives
you inner peace. You can’t judge other people.” Leah noted:
To be alone, especially when you know that this mom doesn’t want to hold the baby . . .
that makes you feel even worse. If mom and dad don’t want to hold him, we’re going to
take over, and we’re just going to hold him until he passes away.
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Demi recounted a similar situation and remarked that, “to have the nurse hold the baby, and not
have everybody just staring at the baby . . . that really, really touched me.” When there were no
other treatment options available and the infant could not be saved, then the nurses ensured that
the infant would not die alone if the parents were not present. It compelled the team to work
together to support one another to make certain that this transpired.
The team was also cognizant that the nurse who was holding the dying baby might
require additional assistance. Several participants addressed this. For instance, Emma spoke
about her colleagues and said, “They also made sure that we were ok. Being around—being
around closer than usual.” She also addressed the prevalent awareness that was necessary to
ensure that the unit continued to run smoothly:
All the nurses did what they needed to do for her other kids, or whatever needed to be
done in the unit. They gave this nurse the time to be alone with the baby, so she wasn’t
by herself when she passed. I think that’s special, that the nurses assume the role to
make sure that the baby is safe and comforted.
An example of colleagues responding to provide support was provided by Lisa, who shared that
“It’s rewarding in the sense that you know that child didn’t leave alone, and they left being
loved. I can tell you when he passed . . . one of us is holding the baby . . . we’re all at the
bedside.” Some of the participants described specific instances when the families did not want to
be present at the time of death while comfort care was provided, which is a form of care for
patients who are not receiving aggressive lifesaving treatments, though they can be on life
support. In NICU, it focuses on relief of symptoms as infants undergo the dying process. It is
often provided to extremely premature neonates or those born with congenital defects whose
parents have opted not to pursue aggressive treatments. Grace tearfully recounted:
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I admitted the baby for comfort care . . . no one came. That devastated me. I was holding
that baby. I couldn't even put her down, and just felt like someone needed to provide that.
Made me angry though. They should have people that love them like that.
Leah also commented on comfort care, saying that “someone had to care for them.” She noted
that most of the nurses will “jump in” to help. Lisa said, “You care about these kids. They
become your own little kids, in a crazy way. You know at least when they passed on to the next
life, they weren’t alone.” The participants reported that while some nurses felt uneasy providing
comfort care, there were others who would do so. A participant shared that someone once told
her that “It’s a great honor to be with someone when they’re leaving,” which she found to be
reassuring and which reinforced the importance of her work. The nurses perceived that their
presence was valuable as the infants transitioned from this life under their vigilant attention.
Gathering to Grieve
The death of an infant was an event that the entire team witnessed and reacted to. The
participants spoke about the sadness and heartbreak that they felt when an infant died as being
similar to the grief that parents experienced. A collective sample of comments that were shared
were, “It’s never a joyous thing. . . . There’s always great tragedy and great sadness,” “We cried,
we were sad,” “[It] breaks my heart,” “We end up crying with the parents,” “You’re fighting to
hold back the tears,” and “This is something that happened [to the parents]; and yes, it happened
to you too.” Zara said that it “was devastating to see.” She added that “[it] is the whole unit’s
situation—it is not one person or one room—it is the whole unit that’s devastated.” Holly agreed
that “it’s emotional for all of us.” Grace recalled one infant and said, “We loved him on nights.
He was our guy. And eventually, he went very quietly.” She recounted another time when “we
all stood around the bedside. . . . We had this big, big huddle where everybody just hugged each
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other and cried.” Aidan stated that, “I do what is expected of me. It’s my duty. . . . A lot of the
times, you’re fighting to hold back the tears.” Emma recalled her feelings, and her account
demonstrated how she utilized the isolette as a buffer between herself and the infant who was
dying in the next spot. She explained that “I was exhausted mentally and physically. . . . It was a
big help that the isolette was there because I could feel the tears in my eyes.” Lisa shared that,
“Being hopeful gets you through every day until there is no more hope and you’re at the end of
the line. Then you have to deal with the grieving process and the loss.” Bridget’s story
demonstrated how the nurses struggled to provide care:
You know this is not a good outcome. It can be frustrating because you’re there and you
don’t want them to suffer. You have some emotional attachment, but it’s not your
baby. . . . Unfortunately, it’s not always a good outcome. . . . It is part of life.
Many of the instances that were described were grueling for the nurses, and several of them
demonstrated emotive moments where they became teary, or they choked up. The qualitative
data reflect a pervasive sadness that the nurses and their teams experienced as they watched over
the infants who died.
The nurses created symbols which enabled other team members to know that there had
been a death on the unit. For example, one NICU adopted the practice of lighting an electric
candle at the front entrance to signify that an infant had died. A nurse said, “Everybody sees the
candle. They know that a death has occurred, and we keep our voices down.” The nurses on
another unit hung a white flower in a common area; it noted the infant’s name and room number
so that “you know to be quiet around the room.” Both examples signified that the nurses and the
other team members interpreted the designated symbols and reacted to the events that they
represented. Instead of greeting one another enthusiastically and asking about vacations or time
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off, a participant explained that they acted more solemnly when they saw the image, which
demonstrated the environmental awareness that they developed and reacted to.
Guiding Parents Through
Like the previously presented data that demonstrated that the OW did not enable one to
step away to decompress after a conflict with a colleague, the presence of emotional parents
created comparable circumstances for the nurses. Most of the parents never had the opportunity
to take their infant home to be integrated into the family. They could not experience the intimate,
routine, family-centric interactions with their newborn that most other parents do. Parental
presence was supported differently in NICU, which had no overnight accommodations at the
bedside, unlike some pediatric units. While units aim to promote patient and family privacy
during end of life care, the OW greatly limited the amount of confidentiality that could be
maintained for each infant. These exceptional characteristics made family-centered end of life
care stand apart from that which is provided in other types of hospital units. The nurses offered
their thoughts about the profound interactions that they had with the parents, which they
recognized were inevitable within their unique practice settings. Their response to each distinct
situation was facilitated by the OW in that it enabled the nurses to see and to respond to cues that
the parents exhibited, and they adapted their care to help parents cope with their infant’s death
and to get through their “worst day.”
Guiding Parents Through Their “Worst Day”
In their remarks, participants documented their ability to manage sorrowful situations as
they provided family-centered end of life care. For example, Leah said, “It’s more about making
them [parents] as comfortable as they can be, so this transition goes as smoothly as possible,”
while Melinda offered that “you don’t know what to say. You don’t know what to do sometimes.
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Sometimes [it’s] just sitting with them.” Sophia and Lisa said that “They need empathy and
caring and knowing that their baby is treated with respect and dignity,” and “We just get the
baby and the parents through it.” Serial observations were offered by Lisa, Bridget, and Aidan,
who said: “You just try to go by what their cues are. . . . The hardest part is never knowing the
right words to say, but sometimes saying nothing and just a gesture,” “Knowing when the
parents want you there versus when you need to step away and give them their own space; you
can read people’s body language,” and “Everybody is cognizant and is aware when a parent is in
the room.” These comments show that the nurses carefully watched the parents. Likewise, the
nurses verified that the parents watched all that they did as they cared for the dying infants. For
instance, Leah shared that “it’s who’s watching you that you have to be concerned with.” Janet
said, “Parents sit and then they watch everything.” The constant scrutiny sometimes resulted in
nurses being questioned by the parents as to why they “do things differently from other nurses.”
Janet described what this experience was like:
They almost make you a little anxious, but you can’t show it in front of them. . . . But
inside I was sweating a little bit. . . . ‘Let me just calm down.’ I wanted to scream,
‘Someone come and help,’ . . . But I don’t want them to look at me like ‘she doesn’t
know what she’s doing.’ Because they watch sit there and they watch every single thing.
Another example of the continual parental surveillance was provided by Zara, who shared that
the parents often “write every single thing [down].” These comments described what it was like
to have the parents present at the bedside during this time, which the nurses viewed as added
pressure to an already stressful situation, as the families were in a heightened state.
The parents were just meeting their newest family members and trying to embrace the
infants and to advocate for them in situations that were unfamiliar to them. They often chose
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lifesaving measures for their extremely ill infants that sometimes extended beyond what the
nurses perceived as appropriate, resulting in the infants’ persistent distress. Although the nurses
recognized that this option was exceptionally hard for parents, they also discussed the parents’
inability to grasp how their infants suffered prior to death. For example, Demi explained that
“they don’t think that I’m hurting this baby. . . . They just hold onto that little glimpse . . . and
then they pass away anyway.” Melinda said, “It’s very stressful to have parents that don’t quite
understand what they’re asking us to do, as far as trying to save these babies. . . . Dealing with
them is hard.” Lisa stated, “They don’t want to understand, they don’t want to see. They’re
hoping.” Grace added this thought:
I always felt that I would be the one saying ‘we have to save this baby.’ I never pictured
myself on the other end, where you would say ‘please let’s not do anymore.’ I changed
because . . . if you see one or two that suffer a lot—
The nurses felt distressed and conflicted when parents could not see the pain and discomfort that
futile treatments caused the infants.
Even though they experienced conflicted feelings, the nurses persevered because they
understood that the plans of care were choices that the parents made. Holly said, “You know it’s
futile and you’re doing it, so you’re doing it for them [the parents].” Bridget commented, “For
them, it’s another whole world, another whole level of scary,” and she reported an instance when
the parents “wanted every measure taken and it eventually got to the point where the patient was
so sick, just physically appearing, not just internally.” Aidan shared the following:
I hate it . . . it’s painful for us. . . . It’s not about me, but it’s also about me. I am the nurse
taking care of a baby that is not compatible with life. . . . I’m working my butt off. It was
emotionally tearing me apart because I see this baby suffering.
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Melinda recounted caring for a baby that she knew would not survive and said, “I appreciate that
this mother was desperate for this baby. . . . I spent three weeks working, doing everything that I
could for the baby, the whole time knowing that I’m hurting the baby.” The participants
acknowledged their internal conflict as they cared for infants in situations that they felt were
adverse for the neonates, who would not survive despite extreme interventions.
The nurses realized that it was hard for the parents to watch their infants as they neared
death. The participants continued to do their best to create a relationship with them by
responding to whatever the parents needed. Data that supported this were offered by Holly, Kat,
and Bridget, who commented in succession that “if you just acknowledge them the minute that
they walk in the door. . . . I think if you say, ‘Your baby’s very sick and I’m hanging blood right
now. I’ll be with you in a minute,’” “Some parents can be intimidating. I try to ease their minds
[and] walk them through whatever I’m doing,” and “You have to care for them too, emotionally,
and be there for them.” Aidan said, “I have to be empathetic. I have to put myself where those
people are and say, ‘Just got to give them time. They are not ready.’” Addie declared “sometimes
they are very difficult to work with, but you . . . give them a little bit of slack because they did
not expect this. They are totally out of their element. They are scared to death.” She added,
“They are so overwhelmed and exhausted and heartbroken.” Leah explained that “you stand
there and answer the same question ten times. That’s just what you do. . . . It’s not about the
baby at this point because we know there’s nothing else that can be done.” Addie clarified that
“some of them [parents] feel like they did something wrong or it’s their fault, and we try very
hard to reassure them.” Demi agreed and said, “You’re dealing with parents . . . this is their
worst fear. . . . They ask you why, and you can’t really give them answers.” Jenna’s thoughts
mirrored the above statements: “You do know that the end is probably inevitable,” she said, “but
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you have to support them and give them the strength they need to continue.” Grace described it
by saying:
It makes your day easier not to be constantly watched. If the baby is doing poorly, there’s
not a whole lot of stress in this world that equals that. I’ve gotten used to them [being]
around, but not when things are going south.
These comments reflected the difficulty that the nurses had grappling with the task of continuing
care while they also observed the parents at the bedside watching their children decline.
The nurses noted that some parents relied on their religious or cultural background for
support, which dictated their decisions to continue care at all costs. For example, Aidan shared
that some parents believe that “God put life in the baby, and God takes life. . . . The fact [is] that
this baby is breathing, and it means that God wants this baby to be here,” while she countered
that “we keep this baby alive.” Likewise, Melinda shared that when parents said “it’s God’s
will,” she thought, “God’s will was not for us to put down a tube and give this baby all these
blood products and medicines. . . . I really struggle with that, to say, ‘Well, I’m playing God
here.’” Grace added, “They felt bound by religion that we would do everything.” Elena said, “It's
their religion, so they aren't allowed to do anything.” Janet speculated that “whatever God wants,
he's going to do whatever. So, they want everything done.” Jenna remembered an infant whom
she had cared for and said, “That culture really does believe it’s God’s will, and so—they don’t
easily give up.” The nurses confessed that although they felt conflicted with parents’ religious or
cultural dictates for the infants’ care, whether they perceived themselves to be spiritual or not,
they accepted them.
The parents who were present when their infants deteriorated to the point of needing to
be coded were highly emotional as they watched the team do all that they could to save their

80

EOL NURSING CARE OF INFANTS IN NICU
newborns. The nurses voiced concern for them regarding the amount of stress they endured
while watching the resuscitation. Holly was torn about these situations, especially so when the
parents were asked to wait outside during the code. She recalled one event:
If you would have known that that would have been the last moment, I don't know what
would have been right at that moment. But I do remember that that baby didn’t make it,
and the parents didn’t get a lot of time with the baby.
Likewise, Leah remembered when her team intubated an infant and “they still couldn’t get a
heart rate. . . . They asked them to step out which I think just raises the anxiety of the whole
entire family.” She recounted another time when the team requested that a mother come to the
unit to see her dying infant. She recalled, “The mother was screaming, ‘Why did you bring me
into this? Why? Why did you want me to see this?’ I agree with her.” Another example of
concern was evident in a statement from Leah, who commented that it “does not look like you’re
being gentle to their little baby . . . to see a 1½ pound baby that we’re doing chest compressions
on. . . . I think it’s too much.” Kat said:
It was just rushing to get the parents in, for them to see that we were doing everything
that we could be doing. . . . It was unexpected for the parents and obviously a very
different experience. Them seeing a whole team . . . trying to save his life. I think it was
traumatic. I think that’s probably something that they’ll never be able to forget.
Grace pensively shared the following:
I wish . . . the decision was out of their hands. Somebody could just say, as opposed to
‘Do you want everything done?’—‘There is nothing else that can be done.’ It would take
the pressure off the parents. . . . Not so much a refusal . . . ‘we’re not doing anything,’ but
just, ‘we’re at the end here.’. . . Whenever there’s a qualifier . . . you’re going to find
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that sentence that’s going to say, ‘Maybe they meant that if we took him somewhere else,
that they could do something for him. . . . If there is an opportunity in another hospital or
with another kind of treatment, am I a bad person that I didn’t take that opportunity?’ I
feel like they shouldn’t have to feel that guilt.
The nurses were always watching the parents for clues as to what they needed. However, the
observation of situations like those just described were perceived by the participants to be
traumatic for the parents, and they created another layer of stress for the nurse.
Although the participants worried about the parents, they thought that sometimes it was
necessary for them to witness the magnitude of what the team experienced each time that they
coded an infant whom they knew would not survive long-term. For example, Leah thought of an
infant who required complex care and who “was on anything that you could imagine.” She
supported the parents being called in the next time that he coded because “sometimes parents
need to see what their baby’s going through.” Demi recalled the complexity of coding one infant
who had multiple IV lines and who required numerous code medications. She said, “The parents
were there for the code, [and] I’m glad that parents can see that.” She added, “It’s good for
parents to see. . . . I feel like they need to know what they put their child through.” It was
apparent that the nurses struggled with continued care in situations that they thought were futile.
Although the parents wanted everything done, it was at the expense of the infants, who endured
great suffering. These situations were unavoidable, yet they served a purpose as they enabled the
parents to see that there was nothing more that the team could do to save their infants.
The nurses also described instances when the parents understood that there was nothing
more that could be done, and they accepted the inevitable outcomes. They discussed what it was
like to be a bystander as they watched and supported the parents when they agreed to either
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withdraw treatments or to limit them, and as they waited for their babies to die. Janet asked,
“What do you say to these parents? You can’t say ‘I understand.’” She noted that “It’s tough
watching them make that decision, because it must be a tough decision.” Holly stated, “When it
comes to the end and everyone acknowledges it, I think they need to be with their baby, and we
try the best for them to hold their baby at that time.” The nurses spoke about the conflict of
helping a family welcome a new infant and then assisting them as they shifted their focus to say
goodbye to their baby, which was a unique aspect of care that NICU nurses provided.
The participants recalled specific instances where they helped parents and other family
members get through their “worst day.” For example, Leah remembered parents who elected to
withdraw treatment for their full-term infant, and how the team mobilized to enable the extended
family to meet their newest member for the first and last time. She described how they
acknowledged this event and how they reacted to offer comfort to the family:
There must have been 20 people in the room . . . and the mom held the baby and she
started singing. . . . She had a ton of support and family around. . . . They saw that almost
every single nurse and every single doctor came over to see if they needed a chair, see if
they needed water.
Leah shared her feelings about the focus of care in such a circumstance, saying, “She and the
father are part of this whole little circle that we have going on here. . . . Ask her, ‘What do you
want to do?’ We know that there is nothing else that can be done.” Sophia offered that a situation
such as this can be remarkable. She said, “Maybe . . . they had a plan, and you help them execute
that plan and make it as comfortable [as possible] for the baby and the family.” Addie recalled a
mother who focused on the deceptively flawless physical attributes of her infant, which made the
finality of the situation more difficult for her to grasp. She intervened to make the parents’ final
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time with their infant momentous:
I just sat and talked to them for hours because . . . my hands on was ‘I’m going to leave
the baby alone,’ because we knew. . . . It was even harder because the mom [said], ‘But
she looks normal.’ But of course, to us—we see so much more.
Kat recalled a family who came to the realization that there was nothing more to do. She
described how she helped to create a remarkable time between mother and infant amid a bustling
unit:
I was able to take the baby and put him against the mom . . . so she could just have that
moment. . . . She hadn’t even gotten to hold her baby and bond with him. Just to have
that experience and it was peaceful in a way. Which is a nicer way for them to go.
Sophia explained, “We let them spend a long time. . . . I guess it’s never enough time. In the end,
you want more time.” She added, “They take time to come to that realization, and then you can
abide by certain things [that they want].” Aidan recounted sitting with a mother as she held her
extremely premature infant after she made a prompt decision to withdraw treatment once the
physicians explained the dire situation. Aidan was impressed with this mother’s sense of
“bravery and strength” because she didn’t want her baby to suffer. The mother “cried and cried
and cried. . . . We didn’t talk much. I just held her hand and she held the baby and the baby
expired. I stayed with her because she was my patient.” Grace recalled a dying infant whose
mother needed to step out for a few minutes, and she held the baby:
He chose that moment, when she left, to go. We put her in a room by herself, and she
bathed him, and she dressed him, and then she helped me wrap him. She . . . danced
around the room with him. . . . She made so much of the time that she was spending with
him before sending him off. We would leave her alone and check on her.
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Leah recounted a time when she helped a grandmother keep the promise that she made to her
own daughter to stay with the infant after death had occurred. This action was time-intensive for
the team, but it was important for the family:
The rest of the unit was busy, and I remember thinking, ‘OK, I can do this on my own.’
I stood there for about an hour and a half with grandma while she gave the baby a bath. It
was closure for that grandmother, to know that she had done something.
In this instance, Leah noted her awareness of what was going on elsewhere in the unit. Her
colleagues enabled her to remain at this bedside, though they were close by if she needed them.
The nurses discussed how they carved out private areas for the families, and how they
limited visiting for others who had infants in the same room during this difficult time. This was a
challenge, given the insufficient space. To avoid possible voyeurism among other families and to
shield onlookers from the harsh reality that death does occur in NICU, the participants moved
their dying patients to an alternative area, if one was available. These were usually vacant rooms
located in NICU that were used to store isolettes, warmers, and other equipment that were
necessary to support an increased census, and which were opened as active nurseries when
additional admissions warranted it. Several participants discussed these actions, which reflected
an understanding that they had with respect to providing seclusion for the family who
experienced the loss while protecting other families from displays of grief. Emma described a
time when “there was another baby who was going to pass that day, and they moved the whole
family and the baby into one of the patient rooms,” while Aidan added, “We move them out of
the room and put them in a quiet place.” Leah concurred:
We move them . . . to a separate bereavement room. Only about three or four people can
fit in the bereavement room. If there’s more family members than that, then we move
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them into one of our empty nurseries. We’ll clear it out and just set up chairs in there.
The process of moving the infants and their equipment was labor-intensive. It required the team
to work in unison to adjust nursing support for the infant they were moving, as well as for the
other patients who were in the unit. As an example, Addie discussed the challenge of moving an
infant and maintaining safe care throughout the unit:
We’ll move them into a separate room so the parents can have some privacy. . . . That’s
when we need 10 nurses. It takes a village to move all that equipment. . . . And then our
team’s . . . just managing. . . . They’re putting out any fires that may be.
If the infant was too unstable, or if there wasn’t an empty room available, then a less desirable
option was to put screens around the dying infant’s bedside within the already confined space.
During this time, other parents could not enter the room until the team deemed that it was
acceptable. Pennie and Holly recounted how they waited outside of the portable privacy screens
that their teams set up around dying infants. They let the parents know that they were just beyond
the panels if anything was needed. These options for privacy were employed regardless of the
circumstances under which the child died. The ability to ameliorate the grieving family’s final
moments with their infant was the result of the nurses standing by, reading the family’s cues, and
responding to their needs, all while assessing unit activity and requirements.
Guiding Absent Parents Through
None of the nurses who participated in the current study worked on units that provided
overnight accommodations for patients’ parents, and the lack of accommodations could interrupt
the bonding process or interfere with their ability to visit. For example, some mothers were still
recovering physically from giving birth, while other parents lived a distance from the hospital or
had transportation or childcare issues. Thus, parental presence could be episodic or nonexistent
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during the time that an infant was dying, and the participants described these varied instances.
These thoughts differed from those discussed in the subsection, gathering to be surrogate
parents, which presented the nurses’ perceptions about the infants dying alone. Here, the
participants’ thoughts about what the parents might experience as the nurses cared for the dying
infant in their absence are presented. For example, Addie said, “I did have one mom tell me it
was a little bit of a relief, because it was hard to deal with it, let alone see it happen. It’s hard to
be there. It’s hard not to be there.” Sophia commented that “you do try and understand. Maybe
it’s more than the mother can handle . . . I couldn’t imagine.” In most cases of parental absence,
the nurses maintained phone contact with the parents to provide updates on their infant’s
condition. Some participants found that not having parents present at the time of death was easier
to deal with, because they were not being watched and critiqued by the parents. Nor did they
have to face the parents at the time that their babies died. For example, Lisa reported:
It’s harder when parents are there than when they’re not there because you just feel so
horrible for them. . . . What do you even say to them? ‘I’m sorry?’ It’s almost easier
when the parents aren’t there, because you don’t have to console them and try to find the
right words. You’re just focusing on the baby.
The nurses tried to empathize with what the parents were feeling and experiencing. A participant
shared that “it’s devastating to see, and I understand how difficult it must be to come in. But it’s
more sad than anything. I’m sure they would if they could.” Holly added:
There are some parents that want everything done. . . . And you know the baby’s
suffering and they’re not there. . . . They’re not visiting, and they don’t know what’s
going on. You do what you have to do. . . . You don’t pass judgement on them.
Lisa observed that “some parents have a hands-off approach.” She added:
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Either way it’s their prerogative. It’s their child. . . . Maybe they have a thing with
bonding. Maybe they get it more than we think they get it. . . . They see wires and all
kinds of things going on to their child, who was supposed to be perfect.
In other instances, the parents were absent at the time of death because they couldn’t make it to
the hospital in time. Addie would tell the parents, “Take your time. Be safe. . . . We’ll do
everything that we can.” She tearfully remembered a mother who did not come in time. She said,
“I’ll never forget [her] because she thanked us after everything. And it was like—‘Sorry?’—You
just felt like, ‘How could she thank you when you didn’t do?’—You couldn’t save her kid.
‘Thank me for what?’” Grace reminisced about a father who didn’t arrive in time to be with his
partner as their infant died. She recounted that the mother knew that he could not deal with their
baby’s death and that he “did what he could.” These discussions demonstrated that the nurses
watched over the dying infants whose parents were absent. They remained empathetic and
nonjudgmental as they responded to whatever the parents needed during this difficult time,
which included maintaining a bridge with them via phone.
Guiding Parents Through the Aftermath
Lastly, the participants discussed the time after infants died. They talked about
memory-making activities that they urged the parents or the grandparents to participate in, such
as holding, bathing, dressing, or taking a nap with their babies. These undertakings enabled the
families to care for their infants, which was something that many were never able to do
previously. The immediate aftermath of an infant’s death was a final opportunity for the nurses
to interpret parents’ needs and help them create gentle memories of their children. Demi said,
“You do little footprints and handprints and take a little blood pressure cuff or a diaper or
anything . . . that they [the parents] can look at.” Addie added that “if they wanted pictures or
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whatever, we would do it . . . we had a camera for the unit.” The nurses continued to support
parents and other family members after an infant’s death until they left NICU for the final time.
Support for the parents who still had infants in NICU was another aspect of post-death
care. The participants acknowledged that it was hard to care for an infant who was doing
relatively well after coming from the bedside of an infant who was dying and interact with either
of the parents. Demi described it as being “a different dynamic when you work with families that
are stressed, and then you have to be happy for the [other] babies and in good spirits. It’s a
challenging aspect.” It was also traumatic for parents who witnessed another family’s loss,
knowing that their own child was not yet free from medical challenges. Grace explained:
We’re not supposed to talk about it because of HIPPA, but you know the baby was here
one minute, and the baby’s not here the next. It doesn’t take a whole lot to figure out
what happened, and I’m pretty honest [with other parents and family members] if they
want to talk about it.
This was another example of the nurses’ close observation of the parents. In this instance it was
to look for cues from the parents who still had infants in NICU, which guided the nurses as to
what type of needs they had after witnessing another family’s loss. Their support was bolstered
by the nurses’ ability to see and to hear what was going on throughout the unit.
Reflecting on Practice
While the OW created unique practice environments that promoted the ability of the
nurses to continually observe everything, even as they were being observed, data analysis also
showed that the nurses turned an observational eye inward as many nurses do. They reflected on
the end of life care they provided for their distinctive patient population. They questioned their
abilities when patient outcomes were poor, expressed concern when inexperienced nurses were
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assigned to provide end of life care, and participated in opportunities to evaluate and critique
their overall abilities to improve future reactions to critical events. Lastly, they reflected upon
how they looked outward for support. This included being recognized for their extraordinary
work at managerial and organizational levels.
Reflecting on Self-Expertise
Every participant expressed a strong affiliation with NICU. The median number of
years that they worked there was 18, signifying longevity as NICU nurses who remained in their
units, rather than choosing to transfer to other clinical areas to develop new expertise. Each
participant stated with pride that she was a NICU nurse, which was collectively illustrated by
statements such as “you’re a NICU nurse pretty much for life,” “You give a lot of yourself,” “I
love what we do,” “I have meaning there,” “I am proud of myself,” and “I have a little badge. I
can do this.” The nurses pensively shared some of their deepest thoughts. They acknowledged
the feelings that emerged during their interviews, which appeared to catch some by surprise.
Several of the participants became emotional as they spoke, and they stated that they were glad
to have participated in the current study since they do not often have an opportunity to talk about
the onerous work of providing end of life care. For example, one nurse shared that
“[participating in] this was so good. . . . I didn’t know that this was going to be so hard for me to
talk about. . . . It brings back sad memories.” She added that “we’re afraid to talk about death.
What I see every day . . . it has some impact on how I feel about life and death. As you get older
you realize that you’ve seen a lot over the years.” Another participant offered that “it’s
interesting saying it out loud. . . . I can handle more than I think I can.” She reflected on the care
that she gave to a dying baby and compared it to that which was given by a more experienced
colleague who did a good job because “she’s seen so much of this stuff.” She added that the
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interview brought back memories about this particular event and tearfully stated, “I guess I
should give myself more credit. I think I did a good job [too]; I was capable of much more than I
thought I was.” Other nurses concurred and said, “I guess it’s nice to talk about it. . . . I don’t
really talk about it, just hold onto the positives,” “I didn’t even know I had this many [stories].
All of a sudden they start coming,” and “It’s interesting to talk about this and to talk openly like
this outside of work. . . . I’ve come a long way.” The nurses conceded that although it was hard
to talk about the dying infants for whom they cared, it was therapeutic. As they turned an
observational eye inward and recalled events and what they were doing, thinking, and feeling at
the time, it allowed them to recognize that they reacted appropriately and provided exceptional
care.
Though they conceded that they were proficient, some of the nurses confessed that they
felt guilty when patient outcomes were not good. They agonized about the infants who died
under their care and wondered if they did all that they could. Comments that exemplified this
were offered by Bridget, who said she would ask herself, “Am I doing everything that I possibly
can? Am I doing it well?” and Melinda, who said of one particular event, “I usually leave work
thinking, ‘Okay, I did my best,’ whether it’s going to turn out well or not. But not that day.” Lisa
pondered the meaning of losing a patient, saying “you wonder ‘why? What was the reason?’ You
feel like everything has to have a reason, but a lot of reasons we don’t know. . . . Everybody
looks for a reason, but I didn’t see the reason.” Kat shared that she reviews an infant’s death “a
couple of times in my head, and I think about everything we did, if there was anything we
could’ve done differently. Just try to take it as a learning experience.” She recounted a time when
she felt “horrible” because she hadn’t asked a father about his infant’s name while she provided
life-saving measures, saying that “it was so overwhelming. . . . I was like, ‘I wish he would leave
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for just a little while so I can do what I have to do,’ which sounds terrible. . . . It’s just how I was
thinking.” In this case, a father’s vigilance created a tremendous amount of strain for the nurse as
she cared for his infant. Her account reflects the stressful atmosphere that was created when
attentive parents were at the bedsides of their dying infants, watching the nurses care for their
children. Addie lamented the stress that comes with repeatedly providing end of life care:
We all want to leave the situation feeling like we did right by this boy or girl, and the
parents. You want to be able to save them all … . It’s dealing with the stress of walking
into work, and you don’t know what you’re going to walk into. . . . Are they going to die
tonight?
As the participants talked about the stressful situations they encountered, they recognized that
they had given proficient care. They still wished they could have done more, and they offered
thoughts about how they cope with this. For instance, Grace responded, “You have to be
prepared for this. There’s going to be a lot of things that happen . . . things are not always going
to go our way. We blame ourselves for situations that go awry.” She recognized that if she
learned about the cause for a bad outcome, such as a placental abruption, it made it easier for her
to accept an infant’s death and she would tell herself, “Well, this is what happened.” Zara said,
“You have to be prepared to face the worst and be optimistic.” Sophia acknowledged that “a
good day is going home and feeling that I did the best I could for them. Sometimes it's not the
outcome that you want but feeling that I did my best.” She added, “Focus on happy things and
that, in the end, you did everything that you could for the families, for the babies. You can feel
good about that at least.” Lisa spoke about optimism, which “gets you through every day until
there is no more hope . . . and then you’re at the end of the line.” She added:
Death is not easy no matter how young or old you are. Most of the deaths are a blessing
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in disguise from our perspective. Deal with it the way that you deal with it and what gives
you inner peace. You just accept that there’s a reason that’s out of our control . . . but we
did what we can do.
Bridget described the exhaustion that she experienced after a death and said, “When everything
stops and finally you give report to the other nurses and you go home . . . all of a sudden, you
collapse.” The participants often reflected upon the care that they gave, and they realized that
they did the best they could under the most laborious of circumstances.
A problematic situation arose when the participants observed that inexperienced nurses
were assigned to care for dying infants. This reflected a unit-wide awareness that evolved
among the nurses, which their environment fostered. Several nurses noticed an anecdotal
decrease in mortality due to improved care, which presented fewer opportunities for nurses to
become adept at end of life care. For instance, Addie shared that “when you don’t see it, you
don’t get acclimated to it,” while Sophia noted that “they’re not as prepared for that, but they are
as prepared as they can be without [seeing] the reality of it.” Melinda explained:
You only learn by doing. . . . You’re not just dealing with the baby. You’re dealing with
the family, and there’s a lot that goes into that. As a new nurse, I think that’s hard. . . .
They have to do it and I understand that, but I think it takes a little time to master.
The participants acknowledged that proficient end of life care was a challenging skill to develop,
and they agreed that inexperienced nurses should not be assigned to care for dying patients.
Addie said that the novice nurses “are trying to navigate the emotional side [and] it’s scary if
you’ve never done it before.” Elena worried that “there might be something that might be missed
[to] help the baby.” She described such an occasion, when a peer was assigned to care for a
dying infant, though she had not previously done so. While she received help from her
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colleagues, she still felt overwhelmed, and she was tearful when she recounted the story to Elena.
Leah described a time when she observed the charge nurse assigning a dying infant to an
inexperienced nurse and recounted that “she did not know what to do; never had a baby die on
her, even a preterm baby. Not that that is any better, but she never had to do any kind of
emotional support for parents.” The participants acknowledged that the end of an infant’s life
was a difficult time for all involved, especially for the parents and the other family members.
Since there was limited time to skillfully help the infant and their family through the dying
process, the participants worried about who would do so. Yet, they knew that the only way to
gain experience was to participate in this care.
The participants reflected on how they watched over their new colleagues. It required
them to observe these nurses and to recognize what they were doing, which was easily
accomplished in the OW. The participants spoke about supporting their peers as they adapted to
the NICU environment, yet they had expectations of what was needed to independently provide
end of life care and “go into the battlefield.” Inexperienced nurses learned new skills by
observing and taking part in patient care, including at end of life, under the supervision of their
preceptors and their mentors who were nearby. A participant noted that “the newer nurses feel
that they are being watched more,” which indicated that the veteran nurses were observing
events around them so that they could assist others to achieve proficiency. For example, Leah
recounted a time when she “tried to guide her [new nurse]. We know that there’s nothing else we
can do for him [infant].” Leah told her mentee, “‘I want you to see this because this is real. This
is what we do.’” Leah added that her charge nurse asked, “Can you stay with her and take the
lead and show her how to do it?” As the novice nurses transitioned to independent practice, the
support continued. When an infant died under the watch of a new nurse, the others offered
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reassurance as exemplified by Sophia’s comment when she said experienced nurses extend
“emotional [help] too. We were all hugging her. She did a great job.” Janet commented, “We
make sure that they are okay. . . . We check up on them. We put them in a room with their
preceptor.” Holly added that “the newer girls get more of the challenging assignments, so they
get to learn. . . . You know that they’re going to need help, so you just look out for them.” The
participants realized that the ability to provide independent end of life care came with practice
and with time. Their comments confirmed that the nurses were continually observing their
colleagues, which enabled them to quickly step in to help with patient care as needed. They
recognized the importance of the irrevocable interactions that occurred between the nurses, the
other team members, the infants, the parents, and the other family members during the time
leading up to an infant’s death.
Reflecting on Team Expertise
Debriefing is a strategy that is used to evaluate acute patient care incidents and to
critique the processes that occurred during the events. Several participants mentioned debriefing
as a method to help nurses and other team members cope with critical events, such as codes and
infant deaths. Each debrief was an opportunity to learn how to improve future care and provided
an occasion for the team to reassess how they functioned. The participants spoke about the
debriefs that their teams held, and they reported that the meetings were safe places where
thoughts about team performance could be shared. Sometimes the debrief was held directly after
the death to “talk about our steps. What could we have done better? Did we do everything right?”
Other times, it was scheduled for the near future as Demi said:
They send out a group email, and they’re welcome to participate and talk about things,
which is really good. You come in. It’s in the conference area. It’s a week or two after
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either a sentinel event or a death. . . . [It’s for] anybody who was affected.
Addie explained that “they’ll ask later what happened, what’s appropriate, did we do the best
things we could do, what can we learn from this?” Melinda recounted a situation and said:
It was a real ethical issue for me because the baby should’ve never been resuscitated to
begin with. Just because we now have smaller ET tubes or we have technology, should
we be doing this? We talked just about that [at the debrief].
The attendees had insight into how they acted, and they observed how the others performed as
individuals and as a team. The debrief provided an occasion to comprehend personal and team
actions as witnessed by the others who were there. Holly explained that “it’s good because
sometimes there’s so many people there, and you have a different perception of what really
happened, so it can clarify what happened if you didn’t see something correctly [or] if you
thought you heard something incorrectly.” Each debrief was an opportunity for the team to turn
the lens on themselves, evaluate the care they gave, and discuss potential improvements for
forthcoming events.
Reflecting on Organizational Support
Lastly, the acknowledgment of one’s strenuous day by the managers and those higher
up in the organizational hierarchy was important to the participants. It was essential that others
who were not regularly at the bedside, or even on the unit, recognized the difficult situations that
nurses encountered and managed while caring for dying infants. A nurse shared that “[with] our
manager on days, the support is there for whatever we need. If it's an emotional day, then we get
to step away.” Several of the participants noted that a Code Lavender was sometimes called after
an infant died. It is a crisis intervention tool which provides rapid emotional support for a team
involved in such a situation (Davidson et al., 2017). Responding members of the Code Lavender
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Team might include a hospital administrator, a social worker, and a chaplain, among others.
Comments that participants made showed that they welcomed this intervention as “giving each
person the opportunity to talk about it, if they had something that was really bothering them” and
as providing “emotional support.” Melinda shared that “they came to see us. I struggled because
I’ve been doing this for a long time. This [futile care] would’ve never happened even 10 years
ago.” Another nurse recalled that they called a Code Lavender for one of their new nurses after
an infant died. The layout of the unit enabled this nurse and her colleagues to observe the novice
nurse’s effort and her reaction to the death of the infant that she was caring for. In turn, they
responded by opting to call the support team to come and to provide reassurance to this nurse, as
well as to the rest of the team. Holly explained that “we called the Code Lavender for her, mostly
so they can help her talk about it or deal with it, because it was her first time experiencing it. . . .
It’s nice to have something that just acknowledges anybody’s feelings.” Although each
participant witnessed the challenges that the other nurses experienced, acknowledgement by
either the nurse managers or by administrative personnel was paramount. It signified to the
nurses that others recognized the difficult roles that they played, and the important work that they
did.
Summary
Data was collected during individual interviews with nurses who worked in Level III
NICU and who described providing end of life care for their patient population. It was apparent
that the nurses practiced in environments where everyone who was present within the unit was
watching one another. Data analysis led to the identification of five conceptual categories that
described the BSP, everyone is watching, that the NICU nurses engaged in as they provided end
of life care. The participants recalled many of the infants that they cared for, and they discussed
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coding some of these newborns, either in NICU or in other areas of the hospital. They described
the difficult task of caring for their small patients. They explained how they looked for cues from
the parents as their babies were dying so that they could learn what the parents required, and how
they could respond to meet these needs. Lastly, the participants turned their observational eye
inward to critique their skills and their teams’ abilities, which provided opportunities for
individual and professional growth. They looked to their management and administrative teams
for further support and recognition. The participants realized that their presence eased the pain
and suffering of the dying infants they cared for, helped the parents to transition through their
infant’s death, and supported the other team members in providing proficient end of life care. All
these actions were enhanced by their ability to observe, interpret, and respond to events as they
unfolded in the OW units. Chapter Five discusses these findings in relation to the current
literature.
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Chapter Five: Discussion of Results
In the current study, data collected during in-depth, individual interviews with 17
experienced nurses who worked in Level III NICU was analyzed using classic grounded theory
tradition to better understand how they managed the care of dying infants. Data analysis revealed
the NICU’s OW floor plan enabled the participants to cautiously watch their nurse colleagues
and other members of their teams as they interacted with parents and other family members and
responded to their needs in the time approaching and immediately after the death of an infant.
Also prevalent throughout the qualitative data was the nurses’ perception that they were being
continuously observed. Although non-verbal, the infants’ fluctuations in clinical stability and
other behaviors constituted their interactions with their nurses. Data analysis discovered the BSP
that the nurses engaged in during end of life care, which is everyone is watching. It is a new,
substantive theory. Although its development was based on the end of life care that nurses
provided in one type of unit, it may be applicable and adaptable to other nursing specialties. This
can be determined by each reader. Chapter Five presents a discussion of the current literature as
it relates to this new theory. It is organized into three sections: (a) theories, (b) current literature,
and (c) summary.
Theories
The phenomenon of observation is well documented in the literature and researchers have
used several salient theories to explore various aspects of it, some of which have elements like
those that are embedded in everyone is watching. For example, the drive theory of social
facilitation was proposed by Zajonc (1965) to explain how job execution can be affected by the
presence of others. He posited that the strain of being watched could influence one’s
attentiveness, or “drive” (p. 273), thereby suggesting that two opposing concepts could be tested.

99

EOL NURSING CARE OF INFANTS IN NICU
Researchers could study whether execution was modified merely because the observer was
present, which Zajonc termed “audience effects,” or whether the subject adapted their action
because the observer was also partaking in the same assignment, which he called “co-action
effects” (pp. 269-270).
Several researchers used this theory to explore the impact of being observed. For
example, Addyman et al. (2018) used it to guide their study of 20 young children who watched
cartoons alone, in pairs, and in groups of six to eight. Those who watched in pairs or groups
smiled and laughed more, as compared to when they watched a cartoon alone, suggesting that
even one other person could alter reactions to information. Another study assessed the ability of
subjects to problem-solve while being observed. These researchers enrolled 114 subjects and
discovered that those who were watched found it more difficult to find pattern solutions, and
they often failed to realize when the solution was no longer effective, as compared to those who
were not observed (Laird et al., 2018). A third study, conducted by Cañigueral and Hamilton
(2019), assessed audience effects on eye gaze and prosocial behaviors, which are activities that
help individuals or society. They enrolled 32 adults who completed an assigned task while
networking with an actor. The interactions occurred either during a hypothetically live, two-way
video feed, or during a weblink that intentionally did not connect to the actor. Afterwards, the
subjects completed a post-task survey, one section of which measured perceived social anxiety.
The researchers found a positive relationship between increased prosocial behavior when the
subjects thought they were being watched and increased social anxiety traits. These studies
provide evidence that the act of being watched can cause one to experience anxiety, and in some
cases, it can modify reactions.
Everyone is watching bears some similarities to Zajonc’s (1965) theory. For example, the
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parents can be viewed as onlookers who impact the interactions that occur between them and the
nurses. The participants in the current study verified that the parents are “watching it all,”
referring to the fact that when parents are at the bedside, they observe everything that the nurses
do. Likewise, the other nurses can influence one other since they perform the same tasks.
Although there are audience effects and co-action effects integrated in everyone is watching, the
new theory has additional facets which make it distinctive. For instance, the clinical setting that
it describes is unique and complex. It supports multiple layers of actions, more so than Zajonc’s
theory illustrated. For example, experiential learning enabled the social actors in NICU to
modify their reactions to the numerous events they encountered. Along with the daily joy of
seeing new lives admitted for care, death and grief are experiences with much at stake for all
who are involved. The nurses must absorb this tension and they must manage it. Thus, everyone
is watching explains additional aspects of interactions that occur within NICU.
Another theoretical model that can be compared to everyone is watching is situational
awareness (SA), which Wright and Endsley (2008) defined as one’s perception and recognition
of surrounding events relative to their space, time, and mission. It is associated with knowledge
of the environmental forces that one needs to be aware of to safely perform job functions. Its
dissemination was supported by the increased use of technology (Endsley, 2000), but individuals
need to be present to assess the scene, evaluate the information, and decide on how to proceed,
with one’s experience playing a role. While SA originated within the field of military aviation, it
was later applied to other areas, including health care. For example, a concept analysis of SA as
it applies to nursing was presented by Fore and Sculli (2013), who identified alertness as its
antecedent. They proposed that its attributes are recognition of events, perception of their
importance, and ability to assess various outcomes. Stubbings et al. (2012) conducted an

101

EOL NURSING CARE OF INFANTS IN NICU
integrative review of articles that reported on SA and communication within nursing, and they
found five that met criteria. They identified three themes, two of which were related to either
personal or team elements that affected SA, while the third was related to enhanced work and
patient relationships. Thompson et al. (2019) conducted a hermeneutic study and interviewed six
experienced psychiatric nurses to evaluate how they used SA in their practice. The participants
described three levels of alertness related to self, their patients, and the unit. Their recognition of
all the facets enabled them to identify potential events prior to full escalation and to employ
appropriate nursing interventions to maintain unit safety. Another study examined the
introduction of “huddles” on a pediatric oncology ward to see their effect on patient safety and
communication (Chapman et al., 2020, p.75). The team used a standardized tool to discuss each
patient to ensure that format and content of the sessions were consistent. Data analysis of a
survey that was administered 18 months later revealed that 34 team members, which represented
a 51% response rate, responded positively regarding improved communication and team
cohesiveness (88%) and improved identification of risk factors (94%). Both studies verified that
participants utilized SA to monitor patient status on different types of units (Chapman et al.,
2020; Thompson et al., 2019).
Situational awareness is dependent upon careful observation of one’s surroundings and it
results in consequential action that is appropriate to the ongoing event. The participants in the
current study demonstrated that they and their colleagues developed SA of what was going on
throughout their units, which was facilitated by the ability “to see what was happening” in the
OW. It aided their swift response to help each other as in the event of a code. In such situations,
it enabled additional resources to be quickly pulled to a bedside, which was an interpretation of
needs based on events and experience. Situational awareness explains a state of alertness and the
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ability to foresee outcomes based on current observations. Although the participants recounted
anecdotes that exemplified that they developed SA, everyone is watching has other aspects which
make it more intricate. For example, team members and visitors each bring their own
background and understanding of a patient’s clinical status to the various encounters that occur.
Everyone is watching describes the sophisticated, intimate relationships that occurred between
the participants and the other social actors they met each shift. Deeply personal encounters and
their resultant interactions and reactions are not fully captured by SA.
Classic grounded theory tradition, which guided the current study, provided social
science researchers with another method to explore various phenomena (Glaser & Strauss, 1967).
Grounded theory tradition derives its epistemological assumptions from pragmatism and
symbolic interactionism. Pragmatism proposes that one’s thoughts predict and guide their actions
and reactions, which enables problem-solving during social encounters (Peirce, 1905). One’s
carefully chosen actions aim to achieve advantageous outcomes, which make the activities
relevant to the person, the place, and the time (Cherryholmes, 1992). Symbolic interactionism is
a framework for understanding how individuals create meaning about their experiences based on
interactions with others (Blumer, 1969, 2005; Mead, 1934). Interpretation of events and reacting
to them creates knowledge about our environment, and each interaction enriches one’s awareness
and understanding (Munhall, 2012). As the interactions are socially situated, the experience that
one gains helps to define their world.
These assumptions differ from other philosophical views. For instance, realism was
defined as “the doctrine that the same objects that are known by some one may continue to exist
when they are not known by anyone” (Montague, 1909, p. 460). One’s beliefs about the world
are accepted as being true, without any interpretation or adaptation occurring based on the
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context of the event (Cherryholmes, 1992). Thus, the world exists independent of us.
Consequences of actions are immaterial, unlike pragmatic views. Consciousness is involved in
both interactions, but the realist believes that the action is a universal response that is not
intended to meet one’s needs, while the pragmatist assesses the situation using past experiences
to guide their response to intentionally reach a goal. Thomas Nagel (1974) proposed that
consciousness introduces obstacles to our interactions, using a bat as an exemplar. He stated that
while we can envision what it would be like to have wings to fly or to have sonar to help us
move about our world, we can never truly know what it is to be a bat, as we were not born one.
He argued that consciousness is personally biased, and our experiences cannot be explained
accurately and independently; therefore, we cannot explain “mental phenomena” in a “physical
nature” (p. 436). Individuals only know how to subjectively experience the world as themselves,
not as an entire species. Thus, one can never wholly understand an event from another’s
perspective. Nagel proposed that we develop objective descriptions of our experiences within the
world without subjective input. Yet, if each person experiences events without subjective input,
then everyone will have a different way to describe what happened, and perhaps not be able to
explain it at all.
The pragmatist would argue the impracticality of these propositions and would argue that
one takes in all that is occurring within their realm of consciousness and subjectively chooses
which events to react to, and how to respond to them. Layers of knowing are created by
individuals’ repeated experiences, and the chosen response is intended to achieve the best
possible outcome. This makes the reaction relevant to the specific social situation, which one is
highly aware of, and the experience that one gains from the interactions help to define the
individual’s world. Grounded theory’s two assumptions are advantageously supportive for the
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purposes of this study, which sought to understand how nurses manage end of life care in Level
III NICU.
In their landmark grounded theory study, Awareness of Dying, Glaser and Strauss (1965)
discovered that cue-based interactions occurred between nurses, other clinicians, and dying
patients in hospital settings. Patients and families revealed what they knew or did not know about
the situations. These levels of awareness affected how nurses interpreted conversations with
patients and families, and how they responded to them. The patient’s and family members’
perception of impending death enabled interactions between them and the nurse that were
different than those in situations where the patient or family knew less, and the nurse’s actions
and responses were consequently restricted.
Everyone is watching offers a contemporary view of the environment, the exchanges that
surround infants who die, and the nurses who care for them. Glaser and Strauss (1965) noted
interactions that occurred around the care of dying infants that are no longer applicable, as
hospital settings and expectations for care have evolved over time. For example, medical
advances have enabled some critically ill infants to receive care for prolonged periods before
they die. Additionally, current standards promote family-centered care, and the advent of open
visitation in hospitals ensures that nurses are frequently interacting with parents and other family
members. They can no longer seclude themselves within locked units and avoid interactions with
parents, like Glaser and Strauss documented. They intended their method to offer users the
ability to adapt theories for their own practice environments. Therefore, classic grounded theory
tradition provided an appropriate methodology to study how nurses managed the care of dying
infants in Level III NICU. Everyone is watching describes the social circumstances in which
nurses provide end of life care for neonates within a specific environment. It describes the types
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of interactions that occur between the many social actors in NICU, including nurses, and it
defines how experiential learning guides their reactions in these complex situations. This new
theory captures the holistic nursing care that is provided to a unique population during the finite
time leading up to and immediately following an infant’s death.
Nurse theorists have added to the knowledge we have regarding nursing practice. Grand
nursing theories are based on abstract and complex concepts, and they provide broad frameworks
that differentiate and define the goals of nursing care (Peterson, 2009). Some examples of grand
theories are Orem’s self-care theory, Parse’s theory of human becoming, and Rogers’ science of
unitary human beings (University of Wisconsin-Milwaukee Libraries, 2021). Middle range
nursing theories are less abstract, and they can guide research studies and routine nursing
practice (Peterson, 2009). For example, the theory of caring defined nursing as knowledgeable
care that promotes the wellness of others (Swanson, 1991, 1993, 2006; Wojnar, 2009).
Swanson’s theory has four assumptions, which are, nurses provide informed care, patients are
unique individuals who have thoughts and behaviors, one’s state of health is subjective and
meaningful, and environmental factors are situational and influential. Its key concepts are
maintaining belief, which describes hope and commitment; knowing, which encompasses
empathy and engagement; being with, which defines emotional presence; doing for, which
describes providing comfort and maintaining dignity; and enabling, which captures the
importance of support and information. While the purpose of the theory was to guide care for
women who miscarried, it is adaptable and provides guidance for all interpersonal interactions
that nurses engage in, including one’s personal growth. Everyone is watching is similar in that it
describes environmental factors and interpersonal reactions, but it describes these concepts in the
context of nursing care of dying infants in NICU.
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Current Literature
Observation has long been a part of patient care. In the mid-nineteenth century, Florence
Nightingale (1859/1946) wrote about nurses’ abilities to observe, not only to obtain facts about
patient status, but also to note which environmental features needed to be altered to promote
healing. The data that was collected during the current study clearly revealed that the OW, which
is the type of NICU in which all the participants worked, enabled the nurses to continually watch
others who were in the unit at the time of the infants’ deaths. In turn, the nurses were observed
by the other team members and the parents and other family members. Their recognition of the
actions of others and of the various environmental factors provided the nurses with information
about transpiring events that they interpreted and responded to. Nurses who work in similar
settings or with similar types of patients may be able to identify with these findings and they may
be able to apply them to their own practices, modifying them as needed. The following sections
discuss the current literature in relation to the newly proposed theory, everyone is watching,
which has five conceptual categories.
Everyone is Watching in the “Box”
The first conceptual category, everyone is watching in the “Box,” described how the
environment was a significant factor in the interactions that occurred between the nurses and the
other social actors in NICU. The participants defined these social actors as other nurses and team
colleagues, parents, family members, and infants. Providers in other areas of the hospital also
played a role, as the NICU team went to these units to care for infants who were in distress. The
OW played a distinctive supportive role in the nurses’ interactions, and it helped them to
cultivate a sense of watchfulness. It enabled them to observe the infants, assist one another, cover
breaks more easily, and interact with each other (White, 2003), but it also presented
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environmental barriers that they adapted to.
The organized chaos of the NICU was captured in several scenes of the TV drama, ER. A
medical student exclaimed that the unit was “claustrophobic,” to which another one replied,
“There’s a reason that Matt calls it the ‘Box’” (Zwerling & Innes, 2004). The environment is
noisy, bright, and overstimulating. While the lighting was not addressed by the participants in the
current study, some of them spoke about the ambient din of their unit. For instance, one nurse
mentioned that monitors could be manipulated so they “didn’t make a whole lot of noise.” They
described how colleagues were aware of situations that required them to “come over and help
without me yelling.” These statements verified that the nurses closely surveilled their peers, and
infants they were not assigned to care for. They exerted control over the environment, which
helped the nurses to know that a colleague needed help. Bivens (2019) referred to these practices
as “sonological competence” (p. 21), whereby the nurses and the other team members learn to
identify which alarms are important and require one to interpret them and respond to them, and
which ones can be disregarded. Bivens suggested that the monitors, ventilators, and other types
of equipment form the “soundscape” (pp. 2-3) of NICU. The various forms of technology
become environmental performers that demand interaction and reaction from the nurses and the
others, as they provide data that must be interpreted (Bivens, 2019; Endlesly, 2000). The
participants in the current study confirmed that they and their colleagues managed the
environment as they cared for dying infants.
The OW limits the amount of space that each infant and their family has. The resulting
lack of privacy was detailed in a scene in ER, when the team was rounding to discuss each
patient, and a colleague remarked, “Confidentiality doesn’t exist here. The quieter we talk,
the harder they [parents] listen” (Zwerling & Innes, 2004). The nurses who participated in the
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current study confirmed that the units were not “private as far as families are concerned.” In the
OW, parents of severely compromised, dying infants often sit at their bedside, unable to
participate in care. The fact that they are adjacent to the next patient enables them to observe and
listen to everything that pertains to that infant, as well as their own. This too was depicted in ER
when a medical student was looking for supplies. The mother of a dying infant, who was
watching the student, told her where she could find the items (Zwerling & Innes, 2004). The
nurses in the current study discussed the OW, with some liking “the big room” and “having the
space,” which enabled them to quickly receive help by merely calling “out in the hallway.”
Others viewed the space as being disadvantageous, as they felt “separated” or “divided.” The
restricted areas created situations where everyone was watched by everyone else, which can be
stressful, as previously documented by several studies (Addyman et al., 2018; Cañigueral &
Hamilton, 2019; Laird et al., 2018; Zajonc, 1965).
Nursing care can be considered a prosocial behavior as it helps individuals and society.
The research that Cañigueral and Hamilton (2019) generated regarding observation in relation to
stress levels is important, considering the work that nurses do. Their findings, as well as those of
Laird et al. (2018), offer insight into the burden that the participants experienced as they cared
for their patients. The following studies support the current study’s findings regarding the strain
of being constantly observed. Although the participants in the current study verified that “it
makes your day easier not to be constantly watched,” they learned to adapt to this stressor, which
was evidenced by the longevity of their time working as NICU nurses.
Studies that investigated the effects of visiting hours on nurses and other staff members
can be explored for their relevance to the phenomenon of being watched. For example,
McConnell and Moroney (2015) recruited 70 adult ICU nurses for a mixed-methods study to
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discover whether nurses encountered obstacles to care when patients’ relatives were present.
Analysis of the questionnaire statement, “I feel that relatives interrupt my work,” revealed that
44% of the nurses felt that families interrupted some of the time, and six percent replied that they
interrupted most of the time (p. 994). Likewise, a convenience sample of 468 nurses, physicians,
and respiratory therapists were recruited from eight adult ICUs, and they responded to a survey
that measured attitudes about family presence (Al Mutair, et al., 2013). Data analysis revealed
that 43% of the respondents “agreed” and 12% “strongly agreed” to the statement, “the presence
of family members makes me feel stressed,” while 43% of them “agreed” and over 20%
“strongly agreed” to another item, “my clinical performance will be affected by relatives’
presence” (p. 748). A descriptive correlational study conducted by Athanasiou et al. (2014)
enrolled 143 adult critical care nurses, who worked in six hospitals, to learn about their views on
visitation. The researchers found that although over 61% of the subjects believed that family
presence was beneficial for the patients, 80% of them supported limited visiting hours. Further
analysis revealed that the nurses perceived that some of the obstacles were impeded patient care
(75.5%) and increased physical and psychological burden (87.5%). Still another study conducted
by Mitchell and Aitken (2017) quantified some of these difficulties. Their mixed methods design
enrolled 84 respondents from one ICU, most of whom were nurses, which represented a 32%
response rate. The researchers documented the strain that the nurses experienced when relatives
were present, with one nurse stating that “relatives are always there watching you—added
pressure as some families critique” (p. 95). Still, 75% of the staff responded that any barriers that
visitors created could be solved by the staff working to support them. Likewise, other ICU nurses
that responded to a questionnaire regarding visitation also replied that when they aligned with
families’ needs, then their stress was lessened, though the response rate for this study was only
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26% (Kean & Mitchell, 2014). These studies provide evidence that the perception of being
watched while providing patient care, and the resultant stress that one may experience, is a
phenomenon that nurses experience. However, this view only provides a partial description of
the theory, everyone is watching.
Monitoring for Resuscitations
The nurses spoke about their ability to recognize that their colleagues needed help during
code situations, which formed the basis for the next conceptual category, monitoring for
resuscitations. These events transpired under the watchful eyes of the nurses and other NICU
team members, and always in full view of all others who were present and scrutinizing their
actions. The participants described how they were able to anticipate and plan for what other team
members needed during these emergencies, and how they quickly responded to assist them.
Their skills promoted two of the essential aspects of resuscitative efforts, which are teamwork
and communication.
These attributes were originally promoted in areas other than health care. For example,
crew resource management (CRM) originated in the field of aviation to ensure that flight teams
demonstrated safe practices by employing numerous standardized procedures (Schuermann &
Marquardt, 2016). Salas et al. (2006) created a skills checklist for CRM, which included closed
loop communication, briefing, advocacy, mutual performance management, leadership, problem
solving, task-related confidence, flexibility, and situational awareness (p. 8). Similarly, the
Department of Defense and the Agency for Healthcare Research and Quality (AHRQ) (2014)
created a program called TeamSTEPPS to expand teamwork and communication to improve
safety. Team attributes included well-defined roles, culpability, and continual appraisal of the
situation. While both CRM and TeamSTEPPS describe an effective code team’s attributes, they
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do not capture all the aspects of vigilance that everyone is watching illustrates.
Teams in ICU settings face different clinical demands than do teams who practice in
other areas. Ervin et al. (2018) documented some of these as being related to the emotive
challenges of the care that they provide to dying patients, as well as frequent changes in team
composition. Characteristics of the distinctive physical environment, such as numerous alarms
and limited space, also played a role. Barbosa (2013) further typified NICU teams as being
extremely specialized with their own culture, language, and guidelines. In one research study, 54
participants who worked in Level IV NICU, including 29 nurses, were enrolled in a series of
high-fidelity simulations to learn what facilitated good teamwork during code situations (Salih &
Draucker, 2019). The simulations mirrored factual neonatal emergencies and were followed by
discussion sessions. The researchers found that the contributors listed the ability to speak out,
share ideas, clarify circumstances, and concentrate on tasks as those characteristics that
illustrated teamwork. These attributes all involved observational skills to gather information on
what was occurring during the scenario.
The results of the current study were similar to the findings of the research discussed
above. In their interview responses, the participants reported that they function well in highstress circumstances and that they “deal with the situation as a team.” They noted that a sense of
trust developed between them that was demonstrated by “a lot of respect.” Some of the
participants’ responses showed traits noted by Salas et al. (2006) and Salih and Draucker (2019).
For example, the participants recalled code situations that illustrated that they, and the rest of the
team, were mindful of what the others were doing and what they needed. This awareness enabled
them to respond appropriately in a “very controlled environment” where everyone had “assigned
roles.” These examples provided evidence that the NICU team exhibited positive attributes that
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other researchers had described (AHRQ, 2014; Salas et al., 2006; Salih & Draucker, 2019), such
as the ability to communicate well, advocate for the patient, problem solve, define roles,
concentrate on tasks, lead through crisis situations, and have overall awareness.
However, the literature also showed that tensions arose in some situations even though
team members had received the same training and should have been able to demonstrate
cohesive functioning. For example, Salih and Draucker (2019) questioned why conflicts
occurred among NICU staff when all the clinicians were trained in NRP. They proposed that if
participants had the same evidence-based skills and goals, which was to successfully resuscitate
infants, then conflicts between team members should be minimal during emergencies, but this
was not always demonstrated to be so. Salih and Draucker looked solely at intra-team conflict,
which the participants in the current study confirmed; but they also spoke about inter-team
abilities when referring to insufficient support during codes that occurred outside of NICU, when
teams in other areas, who also received NRP training, were unable to consistently provide the
degree of expected support during codes. This was conveyed by statements such as, “over there,
forget it” and “that can be a bit scary.” Still, the expectation for exceptional code performance
that the participants held might have been unrealistic, as the other teams used the NRP algorithm
less frequently, which may contribute to uneven preparedness among their team members.
Several research projects demonstrated that NRP skills declined over time. For example,
Kaczorowski et al. (1998) enrolled 44 family medicine residents, all of whom attended an NRP
course. A third of the residents received no further training. Another third reviewed a video on
NRP, while the rest participated in a practical review, both of which occurred a few months after
the initial course. Several weeks after the two experimental groups completed the reviews, all
three groups attended another NRP course and all of them demonstrated significantly lower
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scores in skills and knowledge. A study by Patel et al. (2012) found similar results among the 88
pediatric residents that they enrolled. It is important to note that the subjects in both studies were
doctors-in-training who were not immersed in either obstetrical or neonatal practice. Still, they
provide important information about one’s ability to maintain knowledge and skills, which
reflects a systems issue rather than a personnel issue. Other researchers proposed that short
bursts of training to improve specialized skills should be implemented in between renewal
requirements, when skills begin to decline (Sullivan et al., 2019). This intervention is
advantageous as team efforts during codes must be consistent and of high quality to ensure best
outcomes.
Another challenge during resuscitations was the presence of parents and other family
members. The American Association of Critical-Care Nurses (2016) issued an evidence-based
statement that supported family presence during invasive procedures, including resuscitations.
However, less than five percent of critical care units in the United States have policies that
address family attendance during procedures. Researchers investigated this from the perspective
of families. For example, Sak-Dankosky et al. (2019) interviewed 12 relatives who witnessed an
adult family member being resuscitated in ICU, half of whom did not survive their ICU stay. The
families wanted the option to be present so that they could be near their loved one, but they
reported that they needed more information and support from the staff during the event.
Likewise, Maxton (2008) interviewed 12 parents who witnessed their child being resuscitated in
PICU, some of whom did not survive. These parents also stated that they wanted to be present,
which helped them to understand the severity of the situation and know that everything possible
had been done to save their child. Other studies examined parental reactions to resuscitations that
occurred immediately after birth in L&D, all of which were successful. Sawyer et al. (2015)

114

EOL NURSING CARE OF INFANTS IN NICU
interviewed 29 parents and one grandparent, while Harvey and Pattison (2012) interviewed 20
fathers. The participants in the first study shared that it was stressful but comforting to be present
to see the staff’s efforts, and they worried about the duress that the staff might experience
(Sawyer et al., 2015). Although the fathers in the second study felt that they were not fully
informed about what was going on, which increased their anxiety, they too expressed satisfaction
with being present (Harvey & Pattison, 2012). These findings (Harvey & Pattison, 2012;
Maxton, 2008; Sawyer et al., 2015) should assure the NICU teams that parental presence is
beneficial. In the event of an unsuccessful code, it provides the parents with the opportunity to
see that the team did all they could, and that further treatment was futile, though they need to be
supported throughout the event and afterward.
The focus for professionals during a code is to proficiently perform resuscitation, though
they do need to be aware of the family’s presence. Though staff worried that parents might
experience enduring and traumatic memories of their child’s resuscitation, the parents in
Maxton’s (2008) study reported that they were not disturbed by the events. Conversely,
Bashayreh et al. (2015) interviewed 31interdisciplinary team members from 11 adult critical care
units who voiced concern about increased team stress when families were present, as well as fear
about the strain that the families experienced. Nurses who worked in pediatric ED expressed
similar concerns in the study that Crowley et al. (2015) conducted. The researchers interviewed
nine participants who agreed that barring parents from resuscitations could affect their ability to
process grief. As the team had limited medical information about the patients, the nurses worried
about the additional stress that parental presence put on them as they worked rapidly to stabilize
the children. The nurses felt “under the spotlight” (p. 36) while they worked on the child, and
they felt that parents needed a designated support person. Afterward, they worried about whether
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they performed to the best of their ability, and when a child died, it was hard for them to
continue with their shift as if nothing unusual had occurred. Nonetheless, the parents could see
that the team did everything they possibly could. The participants in Maxton’s (2008) study
reported the same.
The NICU teams in the current study also faced situations like those described in the
literature, where they had limited knowledge about some code circumstances, and they did “not
really knowing the extent of what was going on.” A notable variation was that the participants in
the current study did not express fear of violence from family members like those in the study
conducted by Bashayreh et al. (2015) did. Instead, they asserted that their teams worked together
with efficiency and with awareness of one another, which enabled them to overcome any
obstacles that they encountered during these codes. Their constant vigilance was a component of
this ability, as was their experiential learning, which was evidenced by the proficient
management of codes that occurred outside of the unit. Although other units were less preferable
sites in which to resuscitate infants, the nurses’ abilities to always perform well developed from
the intimate interactions and familiarity that they established as they worked in the OW. The
literature supported many of the responses in the conceptual category, monitoring for
resuscitations. However, they represent support for only a partial component of the overall
theory, and it does not describe the other elements of everyone is watching.
Gathering to Witness Death
The third conceptual category, gathering to witness death, described the challenges that
the nurses faced as they provided care for infants who were dying. They were the ones who were
constantly at the bedside watching their patients decline. Support was important during this time.
It required peers to remain attentive, to be cognizant of unfolding events, and to respond to signs

116

EOL NURSING CARE OF INFANTS IN NICU
or calls for help. However, the stressful environment created circumstances that could result in
conflict. The emotional effects that this type of care giving has on nurses, who work in various
units and in different specialties, was documented in the literature, and it included favorable and
unfavorable effects.
Hospice, palliative care, and ICU teams often deal with patients who are nearing the end
of their lives. Qualitative research studies documented the satisfying aspects of providing end of
life care. For example, Lehto et al. (2020) enrolled 19 hospice employees who participated in
focus groups. The participants identified some of the rewards of working with dying patients,
which included feeling valued and working within a supportive team. Thornburg et al. (2008)
interviewed 11 nurses, who worked in a tertiary care hospital, to learn about their experiences. A
theme that the researchers discovered was “transforming” (p. 388), which signified the ability of
the nurses to learn from their interactions with those who died. They reported that they changed
their ideals over time, and they became more accepting about the lack of clear cut answers
regarding life and death, both of which helped them to cope. The pediatric nurses in a study that
investigated perceived ethical barriers surrounding childhood death also felt that end of life
experiences helped them to grow professionally and personally, although these researchers only
enrolled four nurses (Furingsten et al., 2015). Other studies were designed to explore nurses’
first experiences with death, like the one conducted by Cook et al. (2012), who interviewed 22
nurses who cared for dying children in an acute care cardiology unit. They found that the nurses
remembered the children they cared for, with the first death being especially poignant for many
(Cook et al., 2012). Similarly, Anderson et al. (2015) enrolled 20 nurses who practiced in varied
hospital settings to investigate their memories of deaths that occurred early in their careers. The
researchers verified that the nurses felt accomplished, which helped to reduce their anxiety about
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death. The nurses also felt supported, mentored, and part of the team. Lastly, the nine pediatric
nurses in Curcio’s (2017) study shared that they remembered many of the children for whom
they cared, and they viewed these children as having transcendental lessons to convey to their
caregivers.
Like the studies conducted by Furingsten et al. (2015) and Thornburg et al. (2008), which
documented personal and professional growth, similar sentiments were documented in the
current study. The participants shared statements that confirmed that they saw themselves as
having grown and “changed” as a result of the care they provided for children who were dying.
Some of them recalled the first infant that they cared for who died, as Anderson et al. (2015) and
Cook et al. (2012) found among their respondents, stating that they “commit them to memory,”
and that they “never forget” them. Their ability to recall in detail the first time that they cared for
a dying infant, even if it occurred years earlier, illustrated the profound effect that the death had
on them. Like Curcio’s (2017) findings that caring for a dying child had spiritual components for
some, one participant in this study shared that it was a “great honor” to care for an infant as they
died. The nurses shared that they remembered many of the infants they cared for, recounting
those that were premature or full-term, those who were part of multiple pregnancies, and those
who presented with other clinical conditions. This reflected the fact that various situations
affected participants in diverse ways just as other researchers had documented in the literature.
The nurses’ awareness and growth demonstrated that their interactions during end of life care
were socially situated and they helped them to define their world, which is an assumption of
grounded theory tradition.
As the nurses watched over the infants, they learned to perceive which of them would
most likely die, which came with experience. Similarly, Curcio (2017) found that her participants
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had an awareness about which patients would not survive, as did Lewis (2017), who discovered
that her participants developed a sense of “knowing” (p. 100) about which infants would die,
even before the physicians or the parents did. In these instances, the nurses continued to provide
care that they deemed was pointless. These actions can induce feelings of moral distress, which
occur when caregivers know what is right for their patients, but they are unable to provide it, as
exemplified by futile care, insufficient pain or sedation medication, poor communication, and
insufficient training (Corley, 2002). Funk et al. (2017) found that their participants experienced
moral distress when they perceived that they, in their role as palliative care providers, were
unable to facilitate a good death, as did another group of nurses who watched infants undergo
treatments that were driven by parents’ religious beliefs (Green, 2015). Green interviewed 24
NICU nurses and found that they experienced distress when parents hoped for a miracle, while
the nurses knew an infant was on a course that would eventually lead to death. Similarly, Lee
and Dupree (2008) interviewed 29 interdisciplinary PICU team members to describe their
experiences with childhood death. They found that while the participants worked to meet the
families’ needs, regardless of how troublesomeness they were, the use of technology to prolong
life created feelings of uncertainty. Other researchers also documented the conflicted feelings
that arose in study participants when prescribed treatments were perceived by participants to be
inappropriate courses of care (Curcio, 2017; Lehto et al., 2020; Furingsten et al., 2015).
Conflicts between colleagues can impede teamwork. Actions such as snubbing another’s
ideas or judging their actions can initiate episodes of friction (Salih & Draucker, 2019). The
study by Stokes et al. (2019) found that disagreements regarding the patient’s plan of care could
lead to conflict, which was often related to ineffective communication. Bașoğul (2020) examined
conflict management tactics that nurses employed. She enrolled 228 nurses who worked either in
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ICU or med/surg units and asked them to complete a survey. She found that 91.2% of the
respondents experienced conflict during their shifts, with 27.9% of them experiencing tension
with nurse managers, 27.4% of them with other nurses, and 22.1% of them with physicians. The
nurses noted that conflicts centered on job duties, physician orders, and nursing assignments.
The current study verified that workload and type of care provided in NICU may create
tense situations because “people handle stress and stressful situations differently.” Like the
findings in the literature that documented conflicts between colleagues (Bașoğul, 2020; Salih &
Draucker, 2019; Stokes et al., 2019), participants in the current study also noted that they had
conflicts with other nurses and other members of their teams. Interestingly, they praised their
managers’ and charge nurses’ degree of support, except when they assigned inexperienced
nurses to care for a dying infant. This aligns with the findings regarding conflicts with nurse
managers that Bașoğul discovered in relation to assignments. Yet, the participants also realized
that conflicts were inevitable and that they often reflected the circumstances, rather than the
individuals involved. The nurses realized that the physicians had distinct personalities and
“different styles” of practice that the nurses had to be aware of. Still, they often found this to be
frustrating. They supported one another when conflicts arose, which demonstrated that they were
highly cognizant of these issues, and that they used experiential learning to adapt to them.
While conflicts, especially those that are related to moral distress, can have negative
effects on caregivers, such as physical symptoms or avoidance of certain patients, they can also
spur professional growth that enables one to become more compassionate (Corley, 2002). Thorne
et al. (2018) enrolled 28 NICU team members, five of whom were nurses, and conducted
interviews to learn how they coped with incidents that provoked moral distress. They discovered
that the participants developed a “hierarchy of values” (p. 694) to rank principles, which enabled
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them to defend their care. The participants also realized that over time, they became more adept
at providing care. Likewise, Bloomer et al. (2015) revealed that their participants accepted a
child’s or an infant’s death in comparison to the amount of suffering that they experienced while
alive. Similarly, Lewis (2017) documented that repetitive interactions enabled NICU nurses to
improve their abilities to advocate for their patients in subsequent circumstances. The nurses in
the current study provided examples of coping mechanisms, such as maintaining “a positive
attitude, the right mindset.” The ability to quickly resolve disagreements was equally important
for efficient team performance. These findings exemplified grounded theory tradition’s
assumption about experiential learning and how one’s reactions to situations change over time.
Akin to the participants and the testimony they provided in the literature presented above,
the participants in the current study could also “feel” or “know” which infants would not survive,
an ability that they honed over time. They discussed the complexity of providing clinical care
that they felt was futile for “a baby that needs to be kept alive” despite the likelihood that they
would die no matter what was done. Like the participants in the study conducted by Green
(2015), the nurses who participated in the current study also spoke about parents whose religious
beliefs helped them to cope with their decisions to “leave it in God’s hands,” even in situations
that were medically futile. Unsuitable care plans such as these were accepted by the nurses, but
they were viewed as merely creating circumstances that were not in the best interests of the
infants as they prolonged the time before death occurred. They increased the suffering of the
infants and the nurses who witnessed their deaths. While it was especially taxing to watch, the
participants had a duty to remain at the infants’ bedsides and to continue to administer ordered
treatments.
Nurses worked together to ensure that patients were not alone as they died, which was
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documented by researchers who studied various patient populations (Epstein, 2010; Stokes et al.,
2019; Thornburg et al., 2008; Welborn, 2017). The participants in the current study verified that
they too interceded to provide comfort to infants whose parents were absent. They reported that
they made sure that infants were not left alone, which required that they and the other team
members recognized the situation and worked together to support one another. The nurses
prioritized situations like these and developed plans that ensured that the infants died surrounded
by the teams who cared for them. Regardless of parental presence or absence at time of death,
the participants in the current study noted that the whole unit took notice and grieved. This too
was documented in the literature, regardless of the patient population that the nurses cared for
(Curcio, 2017; Furingsten et al., 2015; Kain, 2013; Lewis, 2017; Thornburg et al., 2008). Of
interest was one finding that Kain (2013) reported. Her 24 NICU nurse participants were less
willing to label their emotions as being signs of grief. The researcher questioned whether this
was because the nurses felt that they needed to present a professional demeanor. In contrast, the
nurses in this study willingly shared their emotions of sadness. They noted that “it is the whole
unit that’s devastated” and “it’s emotional for all of us.” The nurses viewed their interactions
with the dying infants as being exceptional, which bolstered the importance of their presence,
though their actions in these situations only partially describe the overall BSP, everyone is
watching.
Guiding Parents Through
Interactions with emotional parents created demanding situations for the nurses, which
formed the foundation for the fourth conceptual category, guiding parents through. When infants
were admitted to NICU, their parents were plunged into an unfamiliar environment, all the while
trying to comprehend their child’s condition and to advocate for them. Many parents whose
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infants died did not initially realize that they were on a trajectory that could end this way. They
desired compassionate and respectful care for their infants. Importantly, the NICU team must
understand parents’ perceptions and expectations for care so that appropriate family-centered
care can be provided.
Qualitative research studies demonstrated that parents of dying children need skilled,
empathetic team members who communicated well with them, kept them updated, ensured that
their child was comfortable, allowed them to have time with their child, and prepared them for
the inevitable outcome when there were no other treatment options available (Baughcum et al.,
2017; Bloomer et al., 2016; Branchett & Stretton, 2012; Brooten et al., 2013; Cortezzo et al.,
2015). These studies enrolled robust numbers of participants to learn about their experiences:
Baughcum et al. identified 45 parents whose infants died in one NICU; Branchett and Stretton
enrolled 57 parents who belonged to an online support group; Brooten et al. enrolled 63 parents
who were a subset of a larger, longitudinal, mixed-methods study, and who represented 22 NICU
patients and 25 PICU patients; and Cortezzo et al. enrolled 28 parents who experienced an infant
death, as well as interdisciplinary team members. The parental needs that were identified during
the above studies corresponded to the evidence that was previously presented regarding the
characteristics of a good death (Byock, 1997; Epstein, 2010; Furingsten et al., 2015; Lee &
Dupree, 2008; Schwarz & Benson, 2018; Stokes et al., 2019).
Nurses acknowledged that parents and other family members had expectations for care as
their children died. For example, Bloomer et al. (2016) enrolled 21 NICU and PICU nurses who
participated in focus groups and individual interviews. The researchers also described care
attributes that helped to create a good death, from the perspectives of the clinical teams. They
included the team’s ability to create a responsive presence to meet the patient’s and the family’s
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needs, regardless of the level of difficulty for the nurses, such as ensuring the family’s privacy.
The participants in the current study reported that they too took various actions to promote
family privacy, such as moving beds, just as the nurses in the study conducted by Bloomer et al.
did. This was one way that they could meet the needs of families. They acknowledged that it was
difficult for the parents and the other family members around the time that their infants died, and
they noted that they needed to “accept” the parents’ choices for care, “respect their opinion,” and
“support their decision.” Still, nurses must find a way to connect with families during end of life
care, which they found to be immensely challenging. For instance, Kain’s (2013) participants felt
they had to maintain a steely, professional demeanor while interacting with stressed parents,
which required them to employ emotional labor. It is the act of controlling one’s feelings and
body language to demonstrate a state of composure during one’s work, which prompts others to
do the same (Hochschild, 1983). While it makes an interaction look easy and natural, it may
occur at one’s expense if feelings about the situation are inconsistent with actions.
Other researchers also documented the phenomenon of emotional labor (Funk et al.,
2017; Lehto et al., 2020). When these feelings remained pent up and unprocessed, they persisted
and could create conflict between peers (Funk et al., 2017). The qualitative research that
DiCicco-Bloom and DiCicco-Bloom (2019) conducted with hospice workers supported this.
They discovered that the workers felt disconnected when their managers cut them off during
group meetings. However, when they were permitted to share their feelings, they felt that the
work that they did was important, and they looked optimistically upon their experiences. CriccoLizza (2014) conducted an ethnographic study of a NICU, in which she observed the care team
and interviewed 18 nurses who were key informants. The researcher documented her own
experience regarding the constant barrage of questions that highly anxious parents directed at
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her, though her role as an observer was clearly identified. These interactions left her feeling
depleted even after short periods of time on the unit. Her participants confirmed that they felt
they were always “on stage” (p. 620) as they interacted with parents. The unknown outcomes of
the infants, coupled with the parents demands for assurances and updates on their infant’s
condition, were exhausting for them.
The nurses in the current study experienced similar feelings. They were always “aware
when a parent is in the room,” which demonstrated that they watched everyone throughout the
unit. They realized that they needed to find a way to connect with the parents to create
circumstances that fostered a good death, just as the presented studies showed. The participants
accomplished this by closely observing the parents to look for cues as to what they needed. They
worked together to support the parents and other family members who were present during the
time that infants were dying. However, the OW increased the intensity of their interactions, even
as it aided their ability to observe the parents for cues that guided their responses. The nurses
described situations that were “heartbreaking” to watch. In these instances, sometimes the only
way they could convey their support for the parents was to say “nothing and just [offer] a
gesture.”
Reflecting on Practice
The last conceptual category, reflecting on practice, revealed that the participants often
turned the observational eye inward to critique their skills. Whenever a death occurred, the
nurses embraced the chance to assess and evaluate their team, which they used as a learning
experience. Moreover, recognition by management and administration was important as well. It
provided necessary support that the nurses realized they needed, and it was further evidence that
they were being watched by others.
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Reflection is a tool that one can utilize to think about experiences, learn from them, and
gain wisdom to improve future actions. John Dewey (1910/2011) defined reflective thoughts as
those that were targeted “at knowledge, at belief about facts or in truths” (p. 4). One can learn to
be reflective, which is a critical attribute of those who work in high-reliability environments
(Jordan, 2010). Those who work in such settings, like NICU, can benefit from the practice of
reflection. Galutira’s (2018) theory of reflective practice in nursing proposed that careful
consideration of actions can improve self-growth, clinical expertise, and patient outcomes. For
example, researchers interviewed 12 experienced nurses to understand how the process of
reflection fostered improved care (Asselin et al., 2013). They found that the nurses designated
four steps, which were to identify the situation, take a momentary break, reflect on the situation,
and create a reactive plan. Likewise, the nurses in the current study shared that they often
thought about patient outcomes and they reviewed the steps they took during their shifts to
ascertain whether they gave proficient care. They questioned if they did “everything” or “if there
was anything we could’ve done differently?” After describing these thoughts, several of the
nurses confirmed that they had provided good care.
Another challenge to providing end of life was related to clinical experience. Lehto et al.
(2020) discovered that participants with less experience perceived that they suffered more stress,
as they had not yet learned how to emotionally separate from work. Other researchers enrolled
12 novice NICU nurses to explore which demands were of highest concern to them (Nurse &
Price, 2017). They ranked the top three challenges as lack of confidence, promotion of family
involvement/being compassionate, and inexperience/under-medication of infants, with some
items sharing the same rank. While novice nurses did not participate in the current study, the
participants reflected on the care that inexperienced nurses provided, as they “did not know what
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to do.” Still, they understood that to become skilled at providing end of life care, one needed to
be immersed in opportunities that provided the necessary experience. Therefore, the participants
supported their less experienced colleagues, which required them to be cognizant of the other
nurses’ needs. They accomplished this by checking on them and by making “sure that they are
okay.” They were aware that a peer might need their assistance to manage the difficult situation
of end of life care to gain the experiential learning that they needed to become proficient.
The nurses in the current study also reflected on team performance. Though they
perceived that they were members of proficient teams, they reflected on their capabilities as a
group after infants died. Some of the relevant literature pertaining to this was previously
discussed, such as crew resource management (Salas et al., 2006; Schuermann & Marquardt,
2016), TeamSTEPPS (AHRQ, 2014), and the attributes of a good team (Salih & Draucker,
2019). The participants in the current study spoke about debriefing after each death, which
afforded the team that was involved in the event to review it using a standardized tool. These
sessions focused on critical incident review and only briefly touched on emotional aspects.
Another tool, Code Lavender, provided sessions that addressed emotional needs after patient
deaths (Davidson et al., 2017), but they required managerial and organizational support to
arrange. Furthermore, the Code Lavender sessions were inconsistent, as the format and content
varied according to who was present in the hospital at the time to lead the group.
Researchers created a structured debriefing tool to address staff members’ grief responses
after pediatric deaths (Keene et al., 2010). Interdisciplinary team members who were involved in
the patient’s care were invited to one or more sessions conducted by a program facilitator that
were held days after the death. The standardized format included a factual review of the event, a
case review, specific open-ended questions geared to elicit grief and emotional responses,
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guidance on coping methods, a review of what was learned from the event, and a wrap up
(p. 186). Data analysis was conducted on 184 surveys that were collected during 113 sessions.
Attendees listed reasons for attending as being related to professional stress, futile treatments,
and sudden deaths, with the majority of those who attended finding the sessions to be helpful
(98.4%) and meaningful (97.8%). This demonstrates that a standardized form of support is
necessary for teams that care for dying infants.
Summary
Chapter Five presented the newly discovered theory, everyone is watching, as it relates to
current literature. Several theories were reviewed, each of which displayed some of the attributes
of the newly proposed theory, though not all. Next, the conceptual categories of the new theory
were discussed in relation to the current literature, which supported individual findings in the
current study. The nurses’ ability to manage all the facets of this care was aided by their ability
to see and hear what was going on in their unit, interpret the events, and respond quickly to assist
others as needed, even as they were being observed. Everyone is watching is a new, substantive
theory that describes the holistic nursing care that is provided to a unique patient population
during a finite time that is highly emotional for all who are involved. The theory captures the
sophisticated, intimate relationships that occurred between the nurses and the other social actors
as they provided family-centered end of life care within a specific environment, and it defines the
experiential learning that guided their reactions in complex situations. Chapter Six discusses
implications for nursing and potential opportunities for future research.
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Chapter Six: Implications for Nursing and Future Research
The nurses who participated in the current study revealed that they faced numerous
challenges as they provided family-centered end of life care to their unique patient population in
Level III NICU. Opportunities for improvement were identified in data analysis and the literature
presented in the previous chapter. They form the basis for the discussion regarding some of the
prospects for future research that the findings of this study can support. Chapter Six reviews
these options. It is organized into three sections: (a) implications for nursing, (b) future research,
and (c) summary.
Implications for Nursing
The nurses who participated in the current study encountered various challenges as they
interacted with their peers, other team members, parents, and other family members who were in
the unit as they cared for the infants who were dying. As all the units were OW, the unique
practice environments promoted distinctive situations, and they played a role in the nurses’
ability to see and to hear events unfold and respond appropriately. Conversely, the same realm
also created challenges for the participants, as they were regularly observed by everyone who
was on the unit. Still, both features compelled them to function efficiently with one another.
Although several topics were identified as potential areas to target for development, each can be
addressed and acted upon. These efforts may improve family-centered patient care, as well as
offer nurses and other team members opportunities to grow personally and professionally, which
may provide some relief from their difficult work.
Education to provide standardized end of life care is important for every health care
provider, regardless of which patient population they care for. A review of the demographics of
the current study showed that some participants noted that they had attended an educational
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session, but 13 of them had no formal education on nursing care at the end of life. Only three
nurses disclosed that they had attended a conference or a class, while another noted that she had
training, but the type was not shared. Nurse leaders in the field of neonatal palliative care have
lobbied for increased awareness of professional needs, which include educational program
implementations (Kain, 2019; Kobler & Limbo, 2011). Guidelines, competencies, and curricula
have been created by professional organizations to guide high-quality care during this period. For
example, the End-of-Life-Nursing Education Consortium (ELNEC), an international initiative
that offers evidence-based nursing education on palliative care across the life span, identified
competencies that support dying patients and their families in achieving a good death under the
guidance of a trained health care provider (AACN, 2000, 2021). Examples of the proficiencies
include an awareness of population demographics, communication styles, comfort care skills,
symptom management, holistic care, and family support (AACN, 2000). Evidence-based
modules on pain relief, ethics, loss, grief, bereavement care, and self-care have been developed
for use in pediatric nursing palliative care education programs (AACN, 2021). The National
Consensus Project is an initiative of the National Hospice and Palliative Care Organization
(2020), which offers standards of practice that organizations can implement to become
accredited in palliative care. They provide opportunities for individual professional certification
as well, including in pediatrics. Undergraduate programs in nursing and allied health professions
should include these topics in their curricula. Efforts to remain current must continue throughout
one’s career, with organizational support in place to sustain one’s skills and competencies using
robust methods. Education, policies, and guidelines are necessary for nurses to successfully
advocate on behalf of their patients and their family members at end of life, which is a key
nursing role.
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Another important function that education on end of life and palliative care fulfills is
improved interdisciplinary care at the bedside (DiCiccio-Bloom & DiCiccio-Bloom, 2019). This
can translate into the NICU team being better enabled to form early partnerships with parents,
who need to feel that their infant is receiving holistic care tailored to their cultural and spiritual
needs. These alliances can create trust between caregiver and parent. Enhanced care can also
target organizational cultures that trigger moral distress, which Thorne et al. (2018) identified
during their data analysis. Some of the participants in the current study talked about such
conflicts, which arose between them and some physicians and highly emotional parents. It was
apparent that these disagreements were often in response to specific situations, such as
inappropriate plans of care that resulted in the continuation of futile treatments. Whereas the
nurses perceived that prescribed orders would not result in successful outcomes for the infants,
the parents hoped that their children would respond well and overcome the insurmountable odds
they faced. Regularly scheduled family meetings, established soon after admission, must occur
throughout the NICU stay to mitigate this problem. In cases where providers know that the
infants’ outcomes will be unfavorable, evidence-based science and professional experience
support transparent discussions on expectations regarding care, in which the topic of palliative
care options can be introduced. A palliative care consult for every infant who is admitted to
NICU was proposed by Catlin (2011) and Warlow et al. (2016). Open and honest discussions
with parents can also help to improve professionals’ self-care by providing a measure of support.
They may even help to alleviate some degree of moral distress that individuals experience
(Cavinder, 2014; Kobler & Limbo, 2011).
Additional interventions that target supportive measures for nursing and other disciplines
whose practitioners perform this work are necessary as well. The bereavement debriefing
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sessions that Keene et al. (2010) described were deemed to be effective by the participants who
attended them. Unlike a Code Lavender, which utilizes pre-identified leaders who may or may
not be in-house at the time of need, the bereavement sessions were arranged by a coordinator
who also supervised them, which helped to maintain consistency. The sessions had specific
attributes, which made this intervention incredibly useful and successful. Further supportive care
can be established by the engagement of a unit-based psychologist who can assist team members
with the emotional and physical reactions they may have, as well as to support parents beyond
what the social workers can do (Sanders & Hall, 2018). Sanders and Hall proposed that it can
sustain a healthy unit culture and increase overall psychological wellness. This intervention is
advantageous as its ongoing staff support is offered during one’s scheduled shift, whereas
intermittent bereavement sessions may require participants to attend during their days off.
Increased awareness about employee well-being designates this as protected time away from
work. Though individual practitioners are responsible for continuous self-growth throughout
their professional career, it is evident that more types of support for nurses and other clinicians
must be adopted, and much of it must occur on an organizational level.
The perceived degree of support that the NICU team received when they went to other
units within the hospital to resuscitate infants was another area that was identified to improve.
Nurses reported that they did not always receive the assistance that they expected from these
teams. This is an important area to target, as team efforts during resuscitations must be
exceptional to ensure the best outcomes, and therefore, they require intense support. Research
studies showed that NRP knowledge and skills declined over time (Kaczorowski et al., 1998;
Patel et al., 2012), which illustrates that a systems solution needs to be identified and employed
to improve proficiencies. Sullivan et al. (2019) proposed that short bursts of training can be
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implemented in between NRP renewal requirements, which are every two years, to boost skills
intermittently. For example, although sim-based learning is currently a component of NRP
renewal, it could be implemented more formally on the various units to provide frequent checks
of proficiency (Lapcharoensap & Lee, 2017). A more ambitious undertaking was to institute
audio/video reviews of all resuscitations as a quality improvement initiative, which the
University of California in San Diego did in their L&D unit (Lapcharoensap & Lee, 2017). It
enabled correlation of electronic documentation to video and audio recordings of each event.
This option requires a substantial financial investment to install equipment and to conduct
reviews, with a decision required regarding the extent of installations. For example, would all
DRs be involved, or just the L&D ORs? Would NBNs be included? The proposal also opens
discussion on the many legal facets of such a project.
Lapcharoensap and Lee (2017) proposed other options that would improve abilities and
promote inter-team development. For instance, they suggested the use of checklists to ensure
standardized availability and location of resuscitation supplies. Workgroups, comprised of nurses
from NICU, NBN, and L&D could convene to create lists that are specific to their areas, with
interdisciplinary input to ensure that all necessary supplies are considered. Inter-unit groups such
as these would increase nurses’ awareness as to what challenges are present in areas other than
their own in relation to access, storage, and usage. Checklists could be rolled out to the other
units that the participants identified as well, such as ER, Main OR, and IR, with input from the
practitioners in those areas. An alternate option that would foster team building and improve
communication and conflict management and resolution would be to review the fundamentals of
TeamSTEPPS (AHRQ, 2014) with the interdisciplinary teams. This may prove to be easier to
accomplish, as some health systems may already use components of its team-building tools.
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These suggestions all aim to enhance interdisciplinary skills and teamwork to ultimately achieve
the goal of improved patient outcomes. They require endorsement and support on the unit as well
as the managerial and the organizational levels.
Future Research
There are many opportunities for nursing research that can be conducted using the
previously discussed areas as guidance. Studies can be crafted that look at educational support,
starting with the evaluation of nursing programs. In clinical settings, units must first gather data
on individual needs so that appropriate interventions can be instituted under protocols that collect
and measure pre- and post-implementation data. For example, studies can evaluate how team
knowledge evolves with the infusion of nurses who have formal education on the topics of
palliative and end of life care. Standardized clinical care plans, medication administration,
culturally appropriate care, the effects of simulated education, situational awareness training, and
reflective practices are other areas where interventional effects can be measured pre- and postexecution. Additional studies are also needed to learn more about parental needs and perceptions,
and what other teams expect from the NICU team. There is a plethora of other areas that can be
explored to promote further understanding of the care that is provided to dying infants and their
families, and for those who provide the care.
The nursing care of infants at the end of their lives is a complicated process that affects
many. Each death, as well as the time leading up to it, presents one opportunity for the assigned
team to appropriately provide the many facets of care for all who are involved, which includes
the patients, their parents and other family members, and the team members themselves. As with
all difficult processes, there are negative effects to consider, but also those that are positive.
While the challenges need to be identified to afford the NICU teams the opportunity to improve
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and to provide better care for the next patient, the optimistic aspects need to be better supported
to enable nurses and the other team members to continue their important work.
Summary
This grounded theory study looked at the challenges that nurses faced as they provided
family-centered end of life care to infants who were admitted to Level III NICU. Data was
collected from 17 nurses during in-depth interviews, while data analysis was conducted
concurrently. Chapter One presented the problem, and it contained reviews of the background
and of grounded theory tradition, the statement of the problem, purpose and aim, the study’s
significance, definition of terms, research question, limitations and delimitations, and
assumptions and biases. Chapter Two contained a discussion about death and dying in the United
States, reviewed the current literature about end of life nursing care, and discussed the historical
development of grounded theory tradition. Chapter Three examined the methodology. It included
reviews of qualitative research and of grounded theory method, ethical protection of participants
and data, selection of participants, data collection, data analysis, and rigor. Chapter Four
presented the analysis of the data. The five conceptual categories that were identified describe
the BSP that neonatal nurses engage in while providing end of life care. It included a discussion
about symbolic interactionism and the NICU, and the analysis of the conceptual categories.
Chapter Five was a discussion about the results in relation to several theories and the literature.
Lastly, Chapter Six was a review of how the study’s results can help to influence nursing care. It
also proposed how the findings can potentially guide future research opportunities. This research
study adds to the body of nursing knowledge regarding how nurses care for infants at the end of
their life, within the context of Level III NICU. While the newly discovered grounded theory,
everyone is watching, may not be useful to nurses who care for dying infants at other levels of
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care, or for children who die in different types of units, its in-depth nature may result in
transferability to other settings where nurses care for dying patients. The readers of this study
will have to make that determination, as is the case for all qualitative research.
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Appendix A
Levels of Advanced Neonatal Care

Levels of Perinatal Care

National
Levels
(AAP,
2012).

New York State Levels (NYSDOH, 2016).

Regional Perinatal Center: coordinates
extensive perinatal care availability within
a specific geographic area

Resuscitation; routine NBN;
stable infants >35 weeks;
stabilize and transport <35
weeks to increased care level

✓

Low risk; no NICU beds

II: Stable infants >32 weeks and
>1500g.; respiratory support
for < 24hours; care for
convalescing infants no long
in need of higher care levels

✓

Moderate risk; NICU beds

III: No age/weight limits;
sustained life support;
advanced respiratory
support; advanced imaging;
pediatric sub-specialists

✓

High-risk; NICU beds

IV: Pediatric medical/surgical
subspecialists on-site;
complex surgical repairs,
including cardiac and
ECMO; neonatal transport;
community outreach

✓

I:
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Appendix B
Recruitment Flyer

Volunteer Participants
Needed for a Nursing Study
“How do nurses manage the challenges and demands of caring for
dying infants in Level III NICU?”

Description of Project: I am a PhD candidate who is researching how NICU nurses
manage the challenges and demands of end of life care in Level III NICU. You are
invited to participate in a private, taped interview about this topic, to occur at a
time and a location that is convenient for you. Your contribution will take about 1
hour.
To participate, you must: currently work in the NICU; have provided primary care
for an infant that died who was at least 23 weeks gestation at birth; and had 2
years of Level III NICU experience at the time of care.
Participants will receive a $10 beverage card.
To learn more, contact the investigator:
Deborah A. Lawrence
Dlawrence2@gradcenter.cuny.edu
516 567-1818
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Appendix C
Interview Guide

“Grand Tour” Question:
•

What it is like to work in NICU?

Additional Questions:
These will be developed from participants’ statements which occur during the interview, and
they may be adapted during ongoing data analysis to fully explore and develop the emerging
theory.

Verbal Probes:
•

“Go on…”

•

“Tell me more about…”

•

“Then what…”

•

“Give me an example of…”

Nonverbal Probes:
•

Periods of silence

•

Gestures
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Appendix D
Demographic Tool

Date ______/______/______

Participant Number _________________

Gender (Human Rights Campaign, n.d.):
Female ___ Male ___ Non-binary/Third Gender ___ Prefer to Self-Describe ___
Prefer Not to Say ___
Age:

20-29 yrs. ____

40-49 yrs. ____

30-39 yrs. ____

50-59 yrs. ____

≥ 60 yrs. ____

Highest nursing degree:
Diploma ____

Associates ____

BSN ____

MS/MA ____

DNP/PhD ____

Certifications: _________________________________________________________________
Length of time as an RN (years): _______

As a NICU RN (years) ______

Which campus do you work on? ___________________________________________________
Do you consider yourself religious/spiritual? Yes/No

Denomination____________________

What other clinical areas have you worked in as an RN? ________________________________
Have you had formalized end of life care education? Yes/ No
If yes, describe type of education __________________________________________________
______________________________________________________________________________
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Appendix E
Concept Map

Everyone is Watching

Everyone
is
Watching
in the
“Box”

Reflecting
on
Practice
Gathering
to
Witness
Death

Monitoring
for

Guiding
Parents
Through

Resuscitations

Gathering as
Death Nears

Reflecting
on Team
Expertise

Resuscitating
in the “Box”
Gathering to
be Surrogate
Parents
Resuscitating
Outside of the
“Box”

Gathering to
Grieve

Guiding
Parents
Through
Their “Worst
Day”

Guiding
Absent
Parents
Through

Guiding
Parents
Through the
Aftermath
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